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ABSTRACT 
Background: Given the rapidly aging population and the prevalence of individuals with 
dementia residing in long-term care facilities (LTCFs), some settings have adopted 
palliative approaches to care to promote optimal resident quality of life (QOL). One 
program, Comfort Matters®, provides interdisciplinary training and accreditation for 
their comfort-focused care program. However, in many of their accredited facilities, 
occupational therapy (OT) is not a consistent member of the palliative care team. 
Therefore, the goal of this project was to facilitate occupational therapy involvement in 
an existing interdisciplinary palliative care team for individuals with dementia at an 
LTCF. 
Methods: A needs assessment was completed at a Comfort Matters® accredited site in 
Brooklyn, NY. The needs assessment included interviews and focus groups with relevant 
staff and families, observations of rehabilitation and the dementia-specific unit, visits to 
other accredited sites for Comfort Matters® training and observation, and a record review 
of OT services provided to residents with dementia. 
Outcomes: The needs assessment highlighted several barriers to OT participation in 
Comfort Matters®, which lead to two main outcomes: (1) more specific guidelines for 
 
 v 
what OT could contribute to a palliative care team and (2) recommended facility actions 
that have the potential to promote OT integration into Comfort Matters®. The outcomes 
and recommendations were presented to administrators at the facility in the hopes that 
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 The population of the United States is aging. By 2050, there will be 83.7 million 
adults over the age of 65, almost double what it was in 2012. In this same time frame, 
older adults will make up over 20% of the country’s population (Ortman & Velkoff, 
2014). With this increase in age, there is an expected increase in the prevalence of age-
related conditions, such as Alzheimer’s Disease (AD) and other dementias. The 
prevalence of AD in the US population doubles every 5 years for individuals over age 65, 
but is not considered a typical part of aging, and its incidence is projected to triple within 
the next 4 decades (Alzheimer’s Association, 2018; CDC, 2018). While dementia is most 
often associated with AD, it can be the result of a variety of conditions and is 
characterized by “the loss of cognitive functioning – thinking, remembering, and 
reasoning – and behavioral abilities to such an extent that it interferes with a person’s 
daily life and activities” (National Institute on Aging [NIA], 2017, p. 1). In all cases, 
dementia is progressive, meaning symptoms gradually get worse over time, but it may 
manifest itself differently in each person, with symptoms including memory loss, 
communication challenges, inability to focus, poor judgment, motor impairments, and 
changes in mood, personality, or behaviors (Alzheimer’s Association, 2018; Centers for 
Disease Control [CDC], 2018).  
Because of the complex nature of dementia and the amount of care it requires, 
many individuals with dementia end up living in long-term care facilities, where there 




care facilities are institutions that provide personal and medical care for those who cannot 
live independently and include nursing homes, skilled nursing facilities, and assisted 
living facilities (CDC, 2019). In 2010, 42% of individuals in long-term care facilities had 
a diagnosis of dementia, and that number is continuing to rise (Park-Lee, Sengupta, & 
Harris-Kojetin, 2013). While long-term facilities are common sites of living, there is no 
gold standard of care at these settings that is known to produce optimal quality of life 
(QOL) outcomes for individuals with dementia.  
This problem may be in part due to use of traditional healthcare approaches that 
have become outdated. The medical model of care was initially largely implemented 
among long-term care facilities and focuses on identifying and responding to biological 
needs that are identified through a series of tests and symptom report (Swaine, 2011). The 
goal of the model is to treat any present medical dysfunction as a means of ultimately 
increasing longevity, which used to be viewed as the most positive outcome possible. The 
medical model promotes a hierarchical relationship between healthcare professionals and 
patients, where the professionals use diagnoses to determine the best course of action 
(Swaine, 2011). In long-term care facilities, the medical model of care has resulted in 
increased use of practices such as using uncomfortable tube feedings to sustain nutrition 
and the administration of antibiotics for potential infections (Caring Kind, 2017).  
However, given advances in medical technology and the increased lifespan, 
longevity may no longer equate to optimal QOL and the medical model may have some 
controversial impacts on individuals with dementia. Treatment dictated by the medical 




themselves as behavioral symptoms and impair their ability to function at the highest 
possible level (Rader, 1995). For example, individuals with dementia, who are seen as at 
risk of falling and are provided with restraints to keep them sitting, may express 
discomfort through agitation, refusing to eat, or aggressive behaviors. Given that the 
medical model is becoming less relevant for individuals with dementia, healthcare is 
trending towards using more holistic models of care that consider the individual as a part 
of an evolving social, emotional, and physical context. These models acknowledge how 
the interactions between people and their environments may influence long term 
outcomes such as well-being and QOL (Ostaszkiewicz, Dunning, & Streat, 2018). 
Therefore, in order to ensure residents with dementia are receiving the best possible care, 
some institutions and healthcare providers have begun to explore novel approaches to 
optimize the factors that contribute to high QOL. 
Model of the Problem 
Evidence suggests three main areas that influence QOL of residents with 
dementia in long-term care facilities: environmental factors, occupational participation, 
and person-specific factors (Figure 1). Because of the pervasiveness of dementia in the 
general population, and its prevalence in long-term care facilities (Park-Lee, Sengupta, & 
Harris-Kojetin, 2013), there is a high need for research to improve outcomes of the 
condition, resulting in a strong, large evidence base. Many high-quality studies within the 
past decade include populations with a diagnosis of dementia or AD living in long-term 
care facilities (Beerens, de Boer, Zwakhalen, Tan, Ruwaard, Hamers, & Verbeek, 2016; 




Grimbeek, McAllister, Oxlade, & Murfield, 2011; Popham & Orrell, 2011; Smit, de 
Lange, Willemse, Twisk, & Pot, 2016; Te Boekhorst, Depla, de Lange, Pot, & Eefsting, 
2009), which promotes high generalizability of the outcomes to the various samples of 
residents with dementia across the nation. One drawback of the literature, though, is that, 
since dementia is present globally, much of the evidence comes from other countries with 
different care systems. While articles published from other leaders in healthcare, such as 
the Netherlands (Beerens et al., 2016; Klapwijk et al., 2016; Smit et al., 2016) and 
Australia (Jeyasingam, Agar, Soares, Plummer, & Currow, 2008; Moyle et al., 2011), 
may be informative, it cannot be assumed that their facilities, and therefore their findings, 
are the same as in the United States. However, this limitation may be improved by the 
fact that, even across cultures, many findings are consistent, which could indicate that 
some global determinants of QOL exist for people in this population. To further analyze 
similarities across the evidence, it is important to look at each group of contributors to 
QOL individually and in relation to each other.
 












 The first group of factors, occupational participation, includes: activity 
involvement, social interactions, and participation in activities of daily living (ADLs). 
These factors are all similar in that they relate to the ways in which a person is actively 
engaged in different parts of their lives, both with others and independently. The clearest 
impact of occupational participation is that it is directly associated with QOL, where 
higher positive participation, such as more independence in ADLs, is associated with 
better QOL (Smit et al., 2016). While the evidence clearly supports the existence of this 
relationship, it is limited in that the majority of the support comes from assessment tools 
that have the potential to be biased. For example, studies on the relationship between 
activity involvement and QOL are largely based off research that uses time point 
observations by staff to assess the level of engagement (Beerens et al., 2016; Klapwijk et 
al., 2016; Smit et al., 2016). However, engagement is not frequently standardized, so 
what looks like disinterest in a physical activity to one observer may be active 
participation in a less obvious activity, such as social participation, to another. Or, while 
residents feel they are actively engaged in a meaningful activity, it might not be so clear 
to a staff observer. Therefore, the relationship may be stronger for activities that are more 
directly observable and may still exist in more subtle occupational involvement but be 
less supported in the literature.  
The second category of factors, person-specific factors, includes a person’s 
biological, physiological, and psychological experiences. Some typical person-specific 




psychological symptoms from the disease, physical age-related changes (i.e. decreased 
muscle strength, endurance, and balance), reduced ability to communicate, and changes 
in affect (Alzheimer’s Association, 2018). These factors are some of the most visible 
ones in the population and, therefore, have been studied extensively in terms of their 
relationship to QOL. The main takeaway is that poorer person-specific factors, such as 
significant cognitive impairment, are associated with worse overall QOL (Smit et al., 
2016; Klapwijk et al., 2016; Beerens et al., 2016). This relationship is confirmed 
repeatedly, even by studies that use different methods of measurement. Examples of tools 
used to measure person-specific factors include the Neuropsychiatric Inventory Nursing 
Home Version (NPI-NH) for behavioral and psychological symptoms (Klapwijk et al., 
2016; Smit et al., 2016); the cognitive performance scale, for cognitive status (Smit et al., 
2016); the Pain Assessment Checklist for Seniors with Limited Ability to Communicate – 
Dementia Version (PACSLAC-D) or Pain Assessment in Advanced Dementia Scale 
(PAIN-AD), for assessment of pain (Caring Kind, 2016; Klapwijk et al., 2016); and the 
Mini Mental State Examination (MMSE), for cognitive ability (Beerens et al., 2016). 
With each tool, the relationship remains the same, which may indicate that the 
relationship is so strong that even assessments with different sensitivities or levels of 
validity are able to detect a correlation. Person-specific factors have also been studied 
extensively in their relation to QOL, which could be because researchers will often 
measure person-specific factors as supplemental data they feel might otherwise confound 
the influence of other factors.  




confounding variables has led to support for a bidirectional relationship between person-
specific factors and occupational participation. In this case, poorer person-specific factors 
are correlated with lower levels of occupational participation, which holds true for many 
different factors within each category. Some relationships between factors are evident for 
many populations, for example, where higher levels of cognitive impairment are related 
to lower levels of ADL independence (Klapwijk et al., 2016; Smit et al., 2016), but some 
are more specific to this population, such as how higher levels of dementia symptoms are 
correlated with increased social isolation (Klapwijk et al., 2016). This bidirectional 
relationship means that while each group of factors has a clear, direct relationship with 
QOL, that relationship with each other may further influence their impact on QOL.  
The final category of influence, environmental factors, has the potential to 
directly improve or reduce a person’s QOL. This category includes: the number of 
residents at each care site, the training and knowledge of staff about care protocols, the 
design of the physical environment, and the amount of freedom residents receive. 
Overall, better environmental conditions are related to better QOL. For example, in 
nursing homes with staff who have higher levels of knowledge and training in certain 
care approaches, specifically, palliative care, individuals have better QOL outcomes 
during their residence (Miller, Lima, & Thompson, 2015). Simple things, such as having 
fewer people in the residence (Te Boekhorst et al., 2009), providing residents with 
feelings of freedom and choice (Moyle et al., 2011; Popham & Orrell, 2011), and making 
sure staff are adhering to protocols that show they value and respect residents (Miller, 




QOL. These relationships are supported by data from residents themselves, an important 
perspective to consider when looking at a subjective measure like QOL. However, the 
evidence is limited in that some studies are prospective, meaning they ask residents what 
they value in the care they receive and what would contribute to better QOL (Moyle et 
al., 2011; Jeyasingam et al., 2008). The danger in this type of study is that it can only 
propose what types of changes or environments would create an optimal QOL, it is not a 
true observation of the effects of those environments. Few studies (Miller, Lima, & 
Thompson, 2015; Te Boekhorst et al., 2009) are retrospective and compare QOL 
outcomes to actual practices.  
The evidence suggests that not only can environmental factors directly influence 
QOL, but their impact may be mediated by several personal and participatory factors. For 
example, if staff are better trained on care techniques for this population, then their 
residents may have reduced pain or discomfort associated with invasive techniques that 
are commonly used, such as tube feedings, emergency room visits, and the use of 
restraints (Miller, Lima, & Thompson, 2015). In this sense, environmental factors may 
cause exacerbations or reductions of personal factors that then contribute to overall QOL. 
The same can be said about occupational participation, where environmental factors, such 
as the number of individuals residing on a unit or the staff training, may influence 
residents’ opportunities to engage in social and leisure activities, which, in turn 
influences their overall QOL (Te Boekhorst et al., 2009; Smit et al., 2016). The evidence 
here is strong thanks to its foundation in QOL measures relevant to this population, such 




QOL that is valid and reliable for people with dementia (Smit et al., 2016), and 
quantitative counts of resident experiences such as invasive medical procedures (Miller, 
Lima, & Thompson, 2015).  
Although the factors contributing to QOL are well-known, there is a need for 
approaches that optimize these factors in order to establish an efficient care system for 
the increasing aging population. The literature supports strong direct relationships 
between occupational participation, person-specific factors, and environmental factors 
with resident QOL, and while there are some drawbacks in terms of study design and 
location, most of the evidence provides highly consistent findings, increasing its 
generalizability to similar populations. These findings may support alternatives to the 
medical model of care, or approaches that more consistently address the various 
contributors to QOL.  
Theoretical Framework 
Considering the contributors to QOL, one of the alternative service delivery 
models that has been gaining popularity within long-term care facilities is the palliative 
care model. The palliative care model is a framework that can be used to analyze the 
causes and potential solutions for poor QOL among residents with dementia in long-term 
care facilities (Figure 2). The perspective suggests that for individuals with chronic, 
progressive conditions, care should prioritize providing comfort and improving QOL 
more than increasing lifespan or any other outcomes (Alonzo, 2017). Other fundamental 
principles of the model include providing family centered care; addressing physical, 




choice (Alonzo, 2017; Caring Kind, 2016; National Hospice and Palliative Care 
Organization [NHPCO], 2017). Combining these principles in practice creates the 
optimal palliative approach, however, its effectiveness may be moderated by several 
other factors. Moderators include the stage of the resident’s condition; the level of 
communication between the staff, family, and client; and the level of staff/caregiver 
training (Alonzo, 2017; Caring Kind, 2016). For example, even if all the key elements of 
the approach are provided to a client, they may still experience poor QOL if the staff is 
not knowledgeable about the care protocol or if there is limited communication between 
the care team and the family. 
 
Figure 2. Model of the palliative care approach. 
Overall, this model is appropriate for attempting to optimize QOL among 
residents with dementia because it addresses all three areas of potential contributors to 
QOL. For example, the key element of palliative care that emphasizes preventing 




population that is known to contribute to poor QOL. Similarly, by suggesting that social, 
emotional, and intellectual needs contribute to QOL, the palliative model also accepts the 
impact of occupational participation, like involvement in social or leisure activities, on 
QOL, and can include them as a focal point of care. Finally, the palliative model 
recognizes the importance of the environment on people’s lives. Most of the moderators 
are actually the ways in which the environment impacts palliative care effectiveness, such 
as the quality and amount of staff training, which parallels the influence of environmental 
factors on resident QOL. Therefore, using an approach that aims to address each of these 
key contributing groups of factors may have the greatest effectiveness at optimizing QOL 
in this setting. 
Influencing Policies 
There are several policies that impact the care approaches of the staff and lives of 
residents with dementia in long-term care facilities. First, are the primary funding sources 
for this setting: Medicare and Medicaid. Currently, these programs reimburse beds in the 
facilities based on resident length of stay and the skilled services they require (USDHHS, 
2017). While these programs can fund some of the materials and services provided by the 
facilities, unfortunately, their limits still leave many families paying out of pocket 
(Kolata, 2015). And, given the variable lifespan for individuals with dementia and the 
need for constant care, these out of pocket costs can add up and cause unanticipated 
financial problems for families. In addition to their current scope of coverage, Medicare 
will be shifting to a Patient-Driven Payment Model (PDPM) in the fall of 2019, which is 




reimbursing based on minutes of skilled therapy, as with the current fee-for service 
model, the PDPM identifies the needs of residents and assigns them a daily 
reimbursement rate based off their classification. This model is intended to encourage 
clinicians to provide the just-right level of care to each resident instead of aiming to 
provide the highest volume possible of therapy (Optima Healthcare Solutions, 2019). 
Therefore, skilled services may be provided in a different format, but will likely still 
cover much of the same content that it currently does. Since Medicare and Medicaid are 
the primary financial resources for dementia care in long-term care facilities, any solution 
aimed at improved resident QOL needs to be financially comparable to or less than what 
current care providers in order to be viable, assuming there will be no additional funding.  
Another policy important to consider in this setting is the Omnibus Budget 
Reconciliation Act of 1987 (OBRA), concerned with the federal standards for nursing 
home care. OBRA provides support in solving this problem because the policy is focused 
on producing high QOL and quality of care for residents, and it includes language about 
providing care that allows residents to maintain their highest level of well-being and 
QOL, not necessarily improve it (OBRA, 1987). This is critical when determining how 
best to resolve the problem, because it acknowledges the fact that finding ways to treat or 
remediate problems associated with a condition may not always be the best course of 
action. This language allows for some creativity and variability when it comes to care for 
residents with dementia, which means that care can focus on things other than direct, 
medical problems, like QOL or independence.  




formats of care, as they see fit, as long as they do not create any negative consequences 
for the residents. However, the primary challenge facing any changes to resident care are 
the lack of financial contributions and the restraints of current funding policies at the 
facilities. Long-term solutions will need to be viable given the current funding and 
reimbursement policies, which are already lacking and result in many out of pocket costs 
for families with loved ones in the facilities.  
Significance of the Problem 
Identifying ways to optimize QOL for individuals with dementia has the potential 
to create sustainable improvements for a population that is at risk of poor care. Without 
effective and efficient care approaches, the next generation entering the workforce will 
not be able to meet the healthcare needs and demands of the aging population, which has 
the potential to create poor longevity and QOL outcomes across generations.  
QOL among individuals with dementia also has the potential to impact more than 
just those with the diagnosis. Poor resident QOL may manifest itself as episodes of 
agitation, pain, and aggression. Therefore, the staff who care for these individuals are at 
risk of experiencing extreme stress from their jobs or poor resident-staff relationships 
(Crespo, Bernaldo de Quiros, Gomez, & Hornillos, 2012), and families who interact with 
their loved ones in this state of distress may also experience increased stress or 
dissatisfaction with services from the facilities (Crespo et al., 2012). Furthermore, the 
cost of treating AD and dementias is 80% higher than it is for other life-limiting illnesses, 
such as cancer and heart disease (Kolata, 2015), meaning the care requires a large portion 




individuals with dementia. These effects will only be exacerbated as the population 
continues to age and the prevalence of dementia increases. Therefore, optimizing QOL in 
dementia may be the key to reducing or eliminating challenges for a large portion of the 
US population at social, emotional, and financial levels. In order to respond to the 
increasing needs and demands of our aging population, it will be essential to establish 
best practices for dementia-care in long-term settings to ensure viable and lasting care to 
promote high QOL.  
Optimizing a care approach is broadly relevant to the field of healthcare, as well 
as to the individual disciplines involved. Since individuals with dementia receive care 
from many different professions, each with a unique contribution, every member of the 
care team should be cognizant of necessary changes or updates to practices. Occupational 
therapy (OT) is one profession that is usually involved in providing services for 
individuals with dementia across the continuum of care. Typical OT interventions for 
individuals with dementia may include strengths-based health promotion activities, 
remediation of performance skills, maintenance of valued habits and routines, or 
modification of activities and environments to promote occupational engagement 
(Smallfield, 2017). Given their involvement in care for individuals with dementia and, 
therefore, their potential influence on QOL, it is important for OTs to remain up to date 
on best practices for this population in order to ensure there are maintaining the ultimate 
goal of OT which is to help clients achieve “health, well-being, and participation in life 
through engagement in occupation” (American Occupational Therapy Association 




upholds the OT ethical practice of beneficence outlined in AOTA’s Code of Ethics 
(AOTA, 2015). It is therefore critical for this profession to continue to update and 
establish their role in sustainable, interdisciplinary best practices for dementia-care in 
long-term care settings in order to respond to the increasing needs and demands of our 
aging population, to promote well-being among formal and informal caregivers, to reduce 






Summary of the Evidence 
While the evidence on how to improve QOL is vast, research focused on impact 
of palliative care on QOL is still growing. Therefore, in addition to evaluating the 
palliative care specific literature, it is beneficial to assess the level of evidence of 
interventions that align with components palliative care. Most of the literature focused on 
these components targets one or a combination of the extensive list of factors that 
contribute to QOL.  
Palliative Care 
Broadly, palliative care is both a theory and an approach with a main goal of 
enhancing comfort and preventing stress (Alonzo, 2017). In a palliative care approach, 
service delivery is centered around several key elements of care, including: providing 
family-centered care; anticipating, treating, and preventing client suffering; addressing 
physical, emotional social, and intellectual needs; and facilitating autonomy, choice, and 
access to information (Alonzo, 2017; NHPCO, 2017). This approach can involve 
interdisciplinary efforts from nutritionists, social workers, physicians, nurses, activity 
coordinators, and any other staff that have contact with residents (Caring Kind, 2017) to 
create beneficial outcomes in overall comfort and QOL for residents. Facilities generally 
use palliative care for individuals with life-limiting illnesses, and it may be incorporated 
into care at any time during the progression of a condition.  
One clear benefit of palliative care is that it can easily be combined with other 




staff training, and its values can be integrated into profession-specific care. Additionally, 
research has shown that it has the potential to have added benefits for caregivers and 
families of individuals with life-limiting illnesses, in terms of their satisfaction with the 
quality of services the clients are receiving (Van der Steen, 2010; Van Soest-Poortvliet et 
al., 2015; Zimmerman, Riechelmann, Krzyzanowska, Rodin, & Tannock, 2008). While 
there is some evidence in randomized control trials and other quantitative studies that 
palliative care approaches may improve QOL, severity of symptoms, and satisfaction 
with services, many of the studies are methodologically weak and have the potential for 
bias (Kavalieratos et al., 2016; Van Soest-Poortvliet, 2015; Zimmerman et al., 2008). 
These mixed findings may due to the many barriers to effective research on palliative 
care protocols. Specifically, factors that contribute to the limited strength of research on 
palliative care include: (1) poor operationalization of palliative care across settings (while 
an outline exists, it is not concretely defined); (2) difficulty in measuring staff adherence 
to the palliative care protocols; and (3) ethical implications of randomizing a vulnerable 
population for their care. Therefore, many articles only propose the potential 
effectiveness of palliative care in settings, such as residents of nursing homes with 
dementia, but also cite the barriers to its implementation and reliable evidence base (Erel, 
Marcus, & Dekeyser-Ganz, 2017). 
Environmental Adaptations 
One factor that may contribute to palliation and that addresses many of the direct 
precursors and consequences to the problem is the environment. Optimizing the design of 




or physical needs. Literature provides evidence that both physical and social aspects of 
the environment may be associated with different social, emotional, behavioral, and 
physical outcomes specifically for residents with dementia in long-term care facilities 
(Chaudhury, Cooke, Cowie, & Razaghi, 2018; Jensen & Padilla, 2017; Lee, Chaudhury, 
& Hung, 2016; Te Boekhorst, Depla,  de Lange, Pot, & Eefsting, 2009). Although their 
goal of enhancing comfort makes them innately related to the palliative care model, 
studies focused on the impact of environment on population outcomes are also largely 
informed by the supportive design theory. This theory highlights the influence of 
environment (physical and psychological) on the wellness of its residents. It suggests that 
optimizing aspects of the environment may reduce stress and improve overall health 
outcomes, particularly through three mechanisms (1) enhancing sense of control, (2) 
providing social support, and (3) increasing positive distractions, all in an effort to reduce 
stress (Ulrich, 1997).  
There is a moderate amount of evidence on environmental design (Chaudhury et 
al., 2018; Fleming & Purandare, 2010), however, most of the individual studies are non-
randomized, weakening its level of impact. Many studies focus on comparing two 
existing facilities or settings, meaning their groups are predetermined and have the 
potential for selection bias. Some studies within the reviews attempted to account for this 
by comparing groups based on demographic and personal features at the start of the study 
to ensure there are no significant differences between the groups, however, other articles 
neglected to report group characteristics at baseline that could influence outcomes (Lee et 




Boekhorst et al., 2009). Therefore, although the literature may present guidelines for 
optimizing QOL, confounding group characteristics may also be contributing to those 
outcomes.  
Other benefits and drawbacks of the literature on environmental design include 
the sample populations and research methodology. A large portion of the evidence for 
this environmental adaptation is nested in studies that use a sample population of 
individuals with dementia living in long-term care facilities, meaning the results can 
more easily be generalized to other facilities with residents with the same condition 
(Chaudhury et al, 2018; Fleming & Purandare, 2010; Lee et al., 2016). Additionally, 
potentially due to the low demands of these environmental design studies, in addition to 
using QOL outcome measures, researchers are able to look at a broad range of outcomes 
that may contribute to QOL including agitation, aggression, affect, escape attempts, 
cognition, social isolation, activity engagement, ADL independence, nutrition, and 
qualitative experiences of staff and residents, which can lead to a wide range of 
implications. However, most studies are retrospective in nature, meaning they are 
observing the outcomes of preexisting environments (Lee et al., 2016; Te Boekhorst et 
al., 2009) while few are focused on identifying the direct impact of altering environments 
(Wiersma & Pedlar, 2008). While retrospective studies can contribute to future design 
features, they only provide information on the association between environment and 
outcomes, whereas studies that alter the care environment would be able to establish 
more concrete predictions for the impact of changing a care environment.  




recommendations for the format of their sites. Evidence suggests that smaller unit sizes, 
ideally 5-15 residents, are associated with both decreased negative outcomes, such as 
agitation, aggression, and interpersonal conflicts, and increased positive outcomes, such 
as resident well-being, cognitive decline, and activity engagement (Chaudhury, et al., 
2018; Fleming & Purandare, 2010; Lee et al., 2016; Te Boekhorst et al., 2009). While it 
is difficult to say exactly why these outcomes are observed, due to the limitations of the 
study methodology, the outcomes are positive overall. Considering the model of the 
problem, it is possible that the physical context both directly increases QOL and 
indirectly impacts QOL through creating increased attention from staff or increased 
familiarity with other residents leading to increased social participation and activity 
involvement, and therefore higher QOL. 
Other recommendations from environmental design studies pertain to the layout 
and design of the units themselves. Studies suggest that decorating the unit with 
“homelike décor” including comfortable furniture, hallway decorations, and personal 
memorabilia and having floor plans with few corridors are associated with increased 
social interaction, autonomy, and participation and decreased agitation (Chaudhury et al., 
2018; Fleming & Purandare, 2010; Jensen & Padilla, 2017; Lee et al., 2016). These 
features may be beneficial by helping orient residents to their surroundings and 
increasing their comfort in their living situation. Similarly, several studies emphasized 
the importance of grading rooms, or providing areas with different levels of privacy. For 
example, units that reported lower levels of escape behaviors, higher activity 




common areas, semi-private rooms, and private rooms, all of which were accessible to 
the residents (Chaudhury et al., 2018; Fleming & Purandare, 2010; Wiersma & Pedlar, 
2008). Resident accessibility is a key feature of having graded rooms on the unit, as both 
supportive design theory and palliative care models highlight the idea that creating 
feelings of autonomy and control can lead to higher QOL (NHPCO, 2017; Ulrich, 1997). 
However, finding ways to maintain a sense of autonomy for residents with dementia may 
become increasingly difficult if wandering and other safety concerns arise as their 
conditions progress. For these reasons, other ways to facilitate autonomy include altering 
the environment so that residents are unaware of their environmental limitations created 
for safety purposes. For example, camouflaging exits by hiding them behind mirrors or 
decorations may decrease resident agitation and escape attempts while continuing to 
provide feelings of autonomy and independence (Fleming & Purandare, 2010; Jensen & 
Padilla, 2017). 
Finally, environmental adaptation studies also consider how the sensory 
environment impacts resident QOL. There appears to be an optimal level of stimulation 
for residents with dementia that can be obtained by limiting unnecessary auditory input, 
which has the potential to cause overstimulation, and enhancing visual input. More 
specifically, extraneous auditory input that has no relevance to residents, such as alarms, 
bells, staff conversations, loud TVs and other equipment can facilitate agitation, 
confusion, and aggressive behaviors (Chaudhury et al., 2018; Fleming & Purandare, 
2010; Jensen & Padilla, 2017). Conversely, it is possible that residents are not receiving 




natural or artificial) has the potential to improve their sleep, affect, wakefulness, and 
cognition (Chaudhury et al., 2018; Fleming & Purandare, 2010). Other visual input that 
can benefit residents’ orientation and overall functioning include decorations to create a 
homelike atmosphere, as mentioned previously. While some of these environmental 
features need to be considered during the designing phase of the facility, there are many 
that can be adjusted at existing sites to promote positive resident outcomes. 
Staff Training 
Staff education is another essential component of any care model in that the staff 
need to be effectively trained in order to implement specific approaches, such as 
palliative care practices. Staff training for dementia care also targets an environmental 
factor of resident QOL and has the potential to impact direct precursors of the problem, if 
done correctly. Effective staff training improves staff knowledge and practices, and 
therefore changes the quality and type of care that residents receive in facilities, which 
contributes to their QOL. Training programs for staff of long-term care facilities are 
generally influenced by basic principles of andragogy, or adult learning theory. In 
andragogy, it is assumed that teaching adults is different from teaching children because 
adults have previous experience to draw upon, may be more motivated to learn, and have 
a more concrete sense of self (Knowles, 1984). Based on these assumptions, andragogy 
suggests four main components that should be included in adult education: (1) 
incorporating learner feedback or opinion into the instruction, (2) teaching through 
creating meaningful experiences, (3) teaching about subjects that have immediate 




(Knowles, 1984). While andragogy is not always explicitly stated as a theory informing 
the intervention design, effective training recommendations appear to be aligned well 
with these principles and may therefore serve as a foundational perspective for creating 
or adapting future training programs.  
Again, evidence for staff training interventions is moderate for many of the same 
reasons as the environmental design literature. There are systematic reviews that look at 
the effectiveness of staff training on resident outcomes (Surr et al., 2017), however, many 
of the individual articles remain non-randomized (Broughton et al., 2011) or do not have 
a control group for comparison (Yasuda & Sakakibara, 2017). Therefore, while outcomes 
may appear positive, there is no definitive way to determine if they are due to the training 
or confounding factors. Literature on staff training is not specific to one area of 
intervention, but rather, it includes research on the implementation of various dementia-
specific practices and approaches including pain management (Petyaeva et al., 2017), 
person-centered care (Yasuda & Sakakibara, 2017), activity adaptation (Wenborn et al., 
2013), and communication enhancement between residents and care staff (Broughton et 
al., 2011), all of which may be applicable to palliative care training. Understanding the 
success of a variety of training topics is beneficial for identifying characteristics of 
education programs that are effective across circumstances so that there is a greater 
chance of those strategies being effective when applied to a new program. Since a 
training program will likely only be successful if the staff are receptive to it, many 
researchers opt to collect quantitative outcomes to measure the impact of the training as 




et al., 2011; Petyaeva et al., 2017; Wenborn et al., 2013), which strengthens the overall 
body of literature.  
In order to provide training that increases staff knowledge and improves resident 
outcomes, training programs should include several key features. The ideal education 
program has a combination of a classroom style, direct learning experience, provided by 
an expert from an organization outside of the facility, along with a practical or 
experiential learning component, during which the staff have the opportunity to apply 
what they have learned (Petyaeva et al., 2017; Surr et al., 2017; Wenborn et al., 2013; 
Yasuda & Sakakibara, 2017). Examples of experiential learning include completing case 
scenarios or role playing. Furthermore, studies find that staff appreciate having a concrete 
tool to turn back to after finishing their training, for example a card with the basic steps 
or strategies of what they had learned (Broughton et al., 2011; Surr et al., 2017; Wenborn 
et al., 2013). These types of programs may have positive outcomes on residents, such as 
increased social interactions or wellbeing (Surr et al., 2017; Yasuda & Sakakibara, 2017), 
as well as positive impacts on the staff receiving the training, such as increased 
confidence and competence, increased knowledge of the material, and even higher job 
satisfaction (Petyaeva et al., 2017; Surr et al., 2017; Wenborn et al., 2013; Yasuda & 
Sakakibara, 2017). On the other hand, trainings that relied on a single teaching style, such 
as a DVD or written pamphlet, or that were provided in a single session less than 2 hours 
long, did not have as successful outcomes for either staff or residents (Broughton et al., 
2011; Surr et al., 2017). Therefore, in order to see these positive results for staff and 




(2) opportunities for debriefing and practice, (3) multiple training sessions over the 
course of several days or weeks, (4) an expert facilitator who is able to answer staff 
questions, and (5) tools that staff can reference while practicing. 
Occupational Therapy 
One of the most limited areas of information contributing to palliative care 
practices comes from the OT literature. Therefore, identifying effective OT practices for 
residents with dementia in long-term care facilities may help identify the potential role of 
OT in a palliative model of care. OTs are frequently present in long-term care settings 
and have been able to establish their own contributions to improving QOL for residents 
with dementia. Much of the current literature for OT intervention is grounded in 
occupational science theory. This theory suggests that there is a significant relationship 
between engagement in meaningful activities (also known as occupational engagement) 
and overall health and well-being, where increased occupational engagement is 
associated with better health outcomes (Wilcock, 2004). This perspective has gained 
much of its popularity in the past few decades, its use has been encouraged as part of the 
foundation of OT interventions, and it is proposed to be relevant for populations across 
ages, conditions, and settings (Wilcock, 2004). Occupational science is largely referenced 
in articles that highlight the importance of including occupation as either a means of 
intervention (Wenborn et al., 2013; Hampson & Smith, 2015; Kolanowski, Litaker, 
Buettner, Moeller, & Costa Jr., 2011; Letts et al., 2011; Nakamae, Yotsumoto, Tatsumi, 
& Hashimoto, 2014; Smallfield & Heckenlaible, 2017)  or an immediate outcome of 




Evidence for OT’s impact on individuals with dementia is strong and consists of 
several systematic reviews of literature on different areas of intervention (Jensen & 
Padilla, 2017; Letts et al., 2011; Rao et al., 2014; Smallfield & Heckenlaible, 2017;) as 
well as many randomized controlled trials (Kolanowski et al., 2011; Nakamae et al., 
2014; Wenborn et al., 2013). Given the strong relationship between occupational 
engagement and QOL, many studies investigated the impact of their interventions on 
other factors that contribute to QOL, including, but not limited to, affect, agitation, 
aggressive behaviors, communication, cognition, physical fitness, and activity 
involvement (Hampson & Smith, 2015; Han et al., 2011; Jensen & Padilla, 2017; 
Kolanowski et al., 2011; Letts et al., 2011; Nakamae et al., 2014; Smallfield & 
Heckenlaible, 2017; Rao et al., 2014; Wenborn et al., 2013;). With all of these areas of 
potential improvement, and the broad scope of occupational engagement, it is likely that 
different intervention styles may selectively improve certain areas of functioning that 
contribute to QOL as opposed to facilitating overall improvements in QOL. It is therefore 
necessary to determine which specific areas are in need of improvement before 
identifying intervention approaches to implement. The OT literature investigates several 
areas of potential direct OT intervention, including: occupation-based activities, 
environmental adaptations, exercise, and cognitive training approaches (Han et al., 2011; 
Jensen & Padilla, 2017; Kolanowski et al., 2011; Letts et al., 2011; Nakamae et al., 2014; 
Rafeedie, Metzler, & Lamb, 2018; Rao et al., 2014; Smallfield & Heckenlaible, 2017).  
Occupation-based interventions receive the largest amount of attention and have 




contributing to QOL. These types of interventions typically include providing individuals 
with the opportunity to repeatedly engage in one or a series of activities that hold 
personal significance or interest to them and that are matched to their functional abilities 
(Han et al., 2011; Kolanowski et al., 2011; Nakamae et al., 2014). Interventions may be 
successfully delivered in both group (Han et al., 2011; Letts et al., 2011; Nakamae et al., 
2014) and individual settings (Kolanowski et al., 2011; Smallfield & Heckenlaible, 
2017). The focus of interventions can range anywhere from basic ADL performance such 
as feeding and eating (Letts et al., 2011) to cooking (Letts et al., 2011; Nakamae et al., 
2014) to leisure exploration and participation (Han et al., 2011; Kolanowski et al., 2011; 
Letts et al., 2011).  Evidence suggests that these programs are effective at increasing 
participants’ task performance on the specific tasks or occupations practiced during 
sessions (Han et al., 2011; Kolanowski et al., 2011; Nakamae et al., 2014; Smallfield & 
Heckenlaible, 2017), improving health measures (such as weight and blood pressure) 
(Letts et al., 2011), decreasing agitation and aggressive behaviors (Han et al., 2011; Letts 
et al., 2011), improving mood (Han et al., 2011; Kolanowski et al., 2011; Nakamae et al., 
2014), and increasing social participation (Letts et al., 2011). While there are many clear 
benefits to occupation-based interventions, the optimal format of interventions or focus of 
the occupation is not yet established and certain approaches may be more beneficial for 
specific components of QOL as opposed to QOL as a whole.  
Another area of OT involvement, environment-focused OT interventions, focuses 
on similar conditions as described in the environmental design literature to promote 




include creating more homelike environments or maintaining just-right sensory 
stimulation (Chaudhury et al., 2018; Fleming & Purandare, 2010; Jensen & Padilla, 
2017). Evidence shows that both uni- and multi-sensory stimulation contribute to 
decreased agitation, anxiety, and aggressive behaviors (Jensen & Padilla, 2017). One way 
that OTs have capitalized on this knowledge is through the implementation of sensory 
rooms, such as Snoezelens, in which residents may engage in interesting and calming 
visual, auditory, and olfactory stimulation that create positive behavioral outcomes 
(Jensen & Padilla, 2017).  
OTs may also provide exercise-based interventions such as aerobic, strength, and 
balance training. Exercise programs have demonstrated beneficial outcomes in ADL 
performance when provided several times per week for 12-16 weeks with outcomes 
lasting up to 2 years (Rao et al., 2014; Smallfield & Heckenlaible, 2017). While exercise 
may produce meaningful outcomes, these results are specific to interventions where 
exercise is the sole focus of treatment and may not generalize to settings where exercises 
is only a component of treatment sessions. The most effective exercise interventions are 
provided by someone who is trained (either OT, aide, or caregiver) as consistent, 
repetitive programs (Rao et al., 2014). However, since OT’s scope of practice can include 
a broader range of interventions, similar outcomes may be created if OTs used their 
clinical skills to establish an exercise routine and then train other staff on how to support 
and carry out the exercise program to produce its long-term benefits.  
Finally, there is evidence for the benefits of integrating cognitive stimulation (i.e. 




interventions as they may increase social engagement, QOL, and ADL performance (Han 
et al., 2011; Smallfield & Heckenlaible, 2017). These approaches may be used 
independently or in conjunction with other intervention approaches to care and still 
provide positive results. 
While a large part of OT practice in long-term care facilities is direct care, there is 
also support for the role of OT in caregiver (both family and staff) education (Hampson 
& Smith, 2015; Wenborn et al., 2013). This role can have a significant impact, given the 
high risk of burnout experienced by many caregivers of individuals with dementia 
(Crespo et al., 2012). Because of OTs’ expertise on activity analysis and adaptation as 
well as their knowledge of energy conservation and self-care, they may be particularly 
well-suited to train others on how to promote meaningful activity engagement and to help 
to reduce caregiver burnout (Hampson & Smith, 2015; Rafeedie et al., 2018). One caveat 
to OT’s role in education is that training only appears to be effective when the caregivers 
are at a stage where they are willing to learn and adjust their caregiving strategies 
(Wenborn et al., 2013). Additionally, OT training has received positive qualitative 
feedback from staff and families, which may lead to lower rates of caregiver burden for 
this population, however the quantitative impact on the carers and individuals with 
dementia remains unclear (Hampson & Smith, 2015; Wenborn et al., 2013). 
There is an abundance of positive evidence for the role of OT in dementia care, 
however, some of the drawbacks of the OT specific literature include the setting and the 
functional levels of the sample populations. While some literature is specific to residents 




2014; Wenborn et al., 2013), the population of individuals with dementia who need OT 
extends to community-dwelling older adults as well, which is why some evidence, 
particularly in systematic reviews, includes a more diverse population. However, given 
that individuals enter long-term care facilities at different points in the progression of 
their conditions, it is possible that the care provided in community-based settings may 
still be relevant to those in long-term care facilities. Related, dementia is a progressive 
condition, therefore there can be significant variation in cognitive status within the 
population, even if all have the same diagnosis. In general, studies either attempt to 
control for this by limiting their sample to individuals with a specific range of cognitive 
abilities (Letts et al., 2011; Wenborn et al., 2013) or by running additional analysis to 
identify differences in intervention effectiveness based on cognitive status (Nakamae et 
al., 2014). However, if researchers do not take either of those precautions, it is possible 
that they are limiting their results or not identifying positive outcomes from intervention 
that may exist for group with specific cognitive levels. For example, while an 
intervention approach may not produce significant outcomes in a QOL measure for 
individuals with the full range of mild to severe dementia, splitting the sample into 
severity or progression of the disease may lead to different or more specific implications. 
Since not all studies do this, the interventions may produce unidentified or higher rates or 
change for some subsets of the population of individuals with dementia. 
Finally, one of the largest threats to the external validity of the evidence is the 
disparity between research and practice. A large portion of OT research in long-term care 




majority of OT care in long-term settings is billed as therapeutic exercises or activities, 
which is likely due to the financial, temporal, or administrative restraints encountered in 
these kinds of facilities (Rafeedie et al., 2018). From 2014-2016, therapeutic activities 
were billed 1.16 times as often and therapeutic exercises were billed 1.56 times as often 
as self-care and ADLs, which are the most important occupations for residents of long-
term care facilities (Rafeedie et al., 2018). This is not to say that therapeutic activities and 
exercises are not beneficial, but that they are disproportionally represented in practice as 
compared to their representation in literature. One potential reason for this disparity is 
that literature published on OT interventions may be subject to a form of publication bias. 
Facilities and OT teams that have the temporal and financial resources to implement and 
research new interventions may have access to resources that are not available in most 
long-term care settings and therefore may not be representative of typical OT practices in 
these facilities. For this reason, there may be a gap between what is highlighted in the 
literature and what is actually occurring or is feasible in long-term care settings. 
Capstone Site and Approach 
Based on the evidence for palliative practices, Beatitudes Campus in Phoenix, AZ 
developed a palliative care program known as Comfort Matters®. Comfort Matters®’ 
premise is that increasing comfort for a person with dementia will have several areas of 
impact including decreased level of stress, decreased resistance to care, and increased 
overall well-being (Comfort Matters®, 2017). They find that, many negative behaviors 
associated with dementia, such as refusal to eat, aggression towards others, and 




that belief, Comfort Matters® suggests that those behaviors are actually indicators of 
unmet needs and the individuals with dementia do not have the capacity to communicate 
that discomfort in socially appropriate ways (Comfort Matters®, 2017). Therefore, 
Comfort Matters® suggests that care should focus on identifying the precursors to these 
behaviors in an effort to address unmet needs and provide as much comfort as possible to 
residents. Their approach encourages the use of several principles to facilitate comfort-
focused care, including staff empowerment and a person-centered approach. Comfort 
Matters® also addresses one main threat to the palliative care literature in that it 
standardizes what palliative care should look like by including profession-specific 
competencies and content in their training program.  
Comfort Matters® provides a 12-month training and accreditation process for 
facilities that provide care to residents with dementia. Their training includes instruction 
similar to programs described previously: on-site instruction by two experts in the 
program, who deliver both theory and experiential based learning opportunities for staff 
over a two-day training. Staff are left with program materials to help reinforce the content 
on a daily basis and provided with on-site consultations and weekly “coach calls” with 
Comfort Matters® personnel to facilitate the process of embedding comfort care into 
practice (Comfort Matters®, 2017). Additionally, they are encouraged to continue to use 
comfort-care practices, including “What Comforts Me” care plans that outline residents 
likes, dislikes, and preferences to help direct care. Through these mechanisms, Comfort 
Matters® has observed improvements in several areas related to QOL including falls, 




Kind, 2017).  
Several facilities in the New York City area have been accredited by Comfort 
Matters®, including Cobble Hill Health Center, Isabella Geriatric Center, the New 
Jewish Home of Manhattan, Sarah Neuman Home, and the Actors Fund Home. All of 
these facilities provide long-term care to individuals with dementia, and some have even 
chosen to attempt to extend their palliative care practices to care for residents in other 
units. Cobble Hill Health Center was the main site used for this project, however 
observation and participation at other accredited sites were used to validate and 
contribute to the deliverables and capstone process. 
Implications for the Capstone Project 
While steps have been taken to create a shift to palliative care at an institutional 
level, which include environmental adaptations and the implementation of staff training, 
it has yet to become a part of the culture of the OT departments (or more broadly, the 
rehabilitation departments) at Cobble Hill and other accredited facilities. Therefore, this 
project focused on identifying potential areas of OT involvement to more consistently 
integrate them into interdisciplinary Comfort Matters® teams. While this project was 
specific to integrating OT into currently established palliative care teams, the long-term 
hope is that future implementations of Comfort Matters® would encourage a more OT-
specific role. In order to accomplish this, the project aimed to resolve several questions: 
• What barriers are preventing OT from engaging as an interdisciplinary 
member of the palliative care team? 




• What actions can facilitate OT involvement into the palliative care team? 
Since palliative care is most effective when all team members have high 
knowledge and use of its components, facilitating OT involvement in Comfort Matters® 
may serve to further enhance resident comfort and therefore QOL in the long-term.  
Given the vast number of factors that influence QOL for individuals with 
dementia and the range of ways OTs can influence client outcomes, there should be a 
clear way for them to contribute to the team using that approach. However, given the 
restraints that often create a gap between “best practice” and “actual practice”, OTs may 
be limited in their ability or willingness to shift to a new method of service delivery. 
Therefore, this project aimed to understand the site-specific culture of the rehabilitation 
department and engage in problem solving in order to further unite the staff and secure 







This project contained some of the first steps in an effort towards improving QOL 
among residents with dementia living in long-term care facilities. Since palliative care is 
becoming an increasingly popular and supported approach that includes a variety of 
mechanisms improve resident QOL, such as environmental design and staff training, the 
focus was to identify how to optimize current palliative care practices. Primarily, this 
project aimed to identify and resolve a potential gap in palliative care, that is, the absence 
of OT as a primary member of interdisciplinary care teams, specifically within the 
Comfort Matters® program. Therefore, this project focused understanding why OT is not 
already a part of established palliative care teams and what could be done to integrate OT 
into those teams. This was done by completing a needs assessment for a specific site that 
employs the Comfort Matters® program, Cobble Hill Health Center, along with 
information gathered from other accredited sites, in order to make effective and feasible 
recommendations for facilitating OT involvement in the palliative care teams. The project 
objectives were:  
1.  Identify current components of palliative and OT care in long-term care facilities. 
2.  Identify OT’s potential contributions to palliative care or a gap in current care. 
3.  Identify barriers to OT engagement in interdisciplinary palliative care. 





Each of these objectives were informed by both experiences at the capstone site as 
well as existing literature, policies, and systems. The components of the needs assessment 
used to complete the project are described below (Table 1). 
Observation 
 Observation at the facilities provided an objective account of the day-to-day 
practices of the staff. It provided information about professional roles, department 
culture, professional styles and approaches, schedules, and practices both for 
professionals who employ palliative practices and those who did not. Observing them 
during team meetings and daily activities supplied information about their specific roles 
in the team and helped to identify any areas of care that could be supplemented by OT. 
Since the evidence suggests that palliative care tends to be poorly operationalized (Erel, 
Marcus, & Dekeyser-Ganz, 2017), observation offered information about how many 
disciplines, including nurses, direct-care staff, dieticians, social workers, housekeeping 
staff, and activity coordinators operationalized palliative care by contributing more 
concrete examples and definitions of Comfort Matters® approaches in practice. 
Furthermore, observing the residents, specifically those on unit 5B, the Comfort 
Matters®-accredited unit, and general processes on that unit provided a better 
understanding of the resident perspective and reception of care. Doing this highlighted 
their needs, activities, engagement, roles, routines, and interactions with others, which 














Focus groups were held with: (1) professionals from one of the primary 
disciplines involved in the training and use of Comfort Matters® approach (therapeutic 
recreation) and (2) professionals from disciplines who had a more limited role in the 
palliative approach (OT and PT). The purpose was to highlight departmental perspectives 
on the role of OT and other disciplines within the facility. Understanding the perspective 
of the rehabilitation team helped ensure that the final product was as relevant to them, 
their needs, and their concerns as possible. Since staff trainings are more effective when 
employees are at a stage where they are ready and willing to learn (Petyaeva et al., 2017), 
the focus group elicited an understanding of OTs’ readiness to participate in palliative 
care and provided insight into potential methods for facilitating their involvement in 
Comfort Matters®. Furthermore, focus groups with OTs gave them the opportunity to 
contribute input about their potential learning experience and what would make it more 
effective or meaningful for them, which is supported as an effective teaching tool in adult 
learning theory (Knowles, 1984). 
Focus group guides (Appendix A) were developed, based on the initial 
observations and literature guiding the project, in order to encourage discussion and elicit 
relevant information. Guides were created specifically for each group of professionals, 
included questions relevant to their department’s position within the facility, and were 







Semi-structured interviews with the heads of departments at Cobble Hill 
(Appendix B) were held to clarify the specific contributions of each profession as well as 
their role in the Comfort Matters® training and practice. Semi-structured interviews with 
family members of residents with dementia (Appendix C) were also held to gain an 
alternative perspective of care and QOL within the facility. Informal interviews with 
other staff, including activity coordinators, OTs, PTs, nurses, CNAs, dieticians, and 
housekeeping staff helped provide a more holistic picture of what palliative care looked 
like in practice. Since the staff at Cobble Hill had a significant amount of direct contact 
with the residents, they had valuable information about the residents’ needs. However, 
given that QOL and resident outcomes may be differentially assessed based on the person 
who is reporting (Crespo et al., 2012), it was beneficial to have feedback from various 
sources, including families or informal caregiver of residents, to get their perspective on 
the residents’ QOL and any remaining areas for improvement. 
Additionally, Comfort Matters® professionals were interviewed, since they had 
the most expertise on the approach and a comprehensive understanding of the expected 
scope of the approach. They provided information about what areas could be 
supplemented by OT and helped problem solve ways to facilitate OT engagement in the 
program. 
Visits to Other Accredited Facilities 
Visiting other accredited facilities allowed for comparison in the ways Comfort 




facilities to which the outcomes should generalize in order to make them as useful as 
possible. Specifically, visiting Beatitudes Campus, where Comfort Matters® was first 
developed, provided an informative experience. Since their advanced dementia unit was 
the original site of Comfort Matters®, and they have Comfort Matters® staff present and 
available to them at all times, it provided an ideal template for how the organization 
imagined palliative care would look in practice. It also afforded the opportunity to speak 
with and receive individualized training from OTs and administrators there on the 
foundations, implementation, and complex principles of the program.   
Record Review 
Data collection through record review provided specific and quantitative 
information about the OT department’s current role and function at Cobble Hill. Since 
OT approaches and interventions provided in long-term care facilities are not always 
aligned with current literature and evidence (Rafeedie, Metzler, & Lamb, 2018), it was 
important to have data on specific qualities of OT interventions to supplement 
observation in identifying what care approaches and techniques were frequently used 
among therapists. The data were also helpful in determining how site-specific OT goals 
and interventions might fall in line with or oppose Comfort Matters® values and 
practices. Additionally, resident isurance information was collected to determine any 
specific reimbursement policies that would need to be considered while making 
recommendations for OT practice at the facility. 
Project Deliverable 




Hill that included the findings from the needs assessment and recommendations based on 
those findings (Appendix D). The report was intended to facilitate OT involvement in the 
Comfort Matters® program at Cobble Hill based on the findings from the needs 
assessment combined with information from relevant literature and policies.  
Challenges to Project Generalization 
 Although the deliverable was created specifically for Cobble Hill, several barriers 
could still limit the impact of the project. First, there is the motivation of Cobble Hill to 
implement changes. Although they have been provided with a guide for how to begin to 
integrate OT into their care team, and it has the potential to create positive changes for 
Cobble Hill at the resident, employee, and institutional levels, it is up to the 
administrators and staff to actually implement these changes. Although some 
administrators have expressed their desire to continue to innovate and improve their care 
practices, they have successfully been functioning without OT in the Comfort Matters® 
team for several years now and have seen positive resident outcomes, so it is possible that 
they do not feel it is an area in need of improvement. Hopefully, the guidelines for the 
benefits of OT integration will be persuasive enough to influence stakeholders to create 
change in the facility. One factor that makes this challenge even more pressing is the fact 
that there is no current champion who is willing to dedicate their time to adapting 
Comfort Matters® practices into rehabilitation practices. Although several employees 
have expressed their interest in moving forward with the guidelines developed by this 
project, it does require added time and effort to implement, which is something not all 




implementing these principles would need to volunteer or be appointed. 
 Another barrier to the project is the staff acceptance. As described previously, 
staff are more likely to adopt changes when they are at a stage where they feel the 
benefits to change outweigh the costs. However, since most staff have become 
comfortable in their own routines and practices, it is possible that Cobble Hill will have a 
difficult time finding OTs and other employees to integrate this new approach. 
 Finally, although other sites were included in observations during the project, the 
project deliverables were created specifically for Cobble Hill, and it is difficult to predict 
how well the project deliverables would apply to other facilities. Ideally, the outcomes 
could be generalized to other facilities facing the same setbacks as Cobble Hill, however 
the deliverables will likely need slight adaptations in order to be feasible and directly 
relevant to them. Again, this task requires that a person assumes responsibility for 
appropriately disseminating the outcomes to a wider range of facilities in order to impact 
the broader range of individuals with dementia. Additionally, prior to dispersing the 
information from this project to other sites, it would be beneficial to have outcomes of the 
impact of integrating OT, which would depend on Cobble Hill first implementing and 






A summary of the proposed program can be found in Figure 3, which outlines the 
basic resources, activities, indicators, outcomes, and anticipated impacts of the project.  
 
Figure 3. Logic model of the proposed program.  
Data Analysis 
Observations 
Observation time points included OT and PT sessions with residents with and 
without dementia, therapeutic recreation activities on unit, facility wide activities, 
mealtime (breakfast, lunch, and snacks), ADL participation with direct care staff, family 
meetings, unstructured time on unit, and administrative or unit meetings. Notes were 
taken at all observation time points and on general facility observations, staff activities, 




identify themes related to specific barriers to OT participation in Comfort Matters® or 
areas for potential involvement and integration.  
Focus Groups 
A total of 3 focus groups were conducted with therapeutic recreation staff, OTs, 
and PTs. There were 5, 4, and 9 employees present at each group, respectively. Focus 
groups were recorded and transcribed verbatim. Transcriptions were analyzed using 
descriptive qualitative analysis to identify themes related to OT barriers and role 
identification across the groups.  
Interviews 
A total of 7 interviews were conducted with staff and families at Cobble Hill. 
Participants included: CEO, Director of Dietary Services, Director of Rehabilitation 
Therapy, Dementia Care Nurse Manager (and Comfort Matters® coordinator), Director 
of Social Work, and family members of residents with dementia. Informal interviews 
were conducted with staff from OT, PT, therapeutic recreation, nursing, housekeeping, 
and direct care staff throughout the project and at various sites. Interviews were all 
conducted in a 1:1 setting and notes were taken during the interview. Notes were then 
reviewed to identify themes related to barriers and potential invovlement and integration 
of OT.  
Visits to Other Accredied Facilities 
A total of 7 site visits were completed at Cobble Hill Health Center, Isabella 
Geriatric Center, The New Jewish Home, Sara Neuman Nursing Home, Beatitudes 




site visits as described in the observation section. At each site, activities included 
observation of activities and mealtime (if possible) on their dementia-specific unit(s), 
team meetings, and OT sessions. Visits provided the opportunity for additional informal 
interviews with dementia care coordinators, nursing staff, rehabilitation staff, 
housekeeping, social workers, and dieticians, which were analyzed by the same process 
described in the interview section. 
Record Review 
 Data were collected from Cobble Hill’s electronic medical record system and 
reviewed to identify goal areas, interventions, and insurance for individuals with 
dementia who reside on unit 5B. Residents records were reviewed to obtain their most 
recent, completed treatment period with OT (prior to June 7, 2019). Information obtained 
from their most recent OT discharge note included: goal areas (ie: self-care, functional 
mobility, gross strength, etc), intervention approaches (based on billing codes), minutes 
of therapy, and length of therapy treatment period. Percentages of goal areas and 
intervention approaches were calculated and reviewed.  
Project Outcomes 
Quantitative Outcomes 
Record reviews were completed for 40 residents on unit 5B, all of whom had a 
diagnosis of dementia. Two records were excluded because there was no documented 
history of OT services during their time at the facility, and one was excluded because the 
most recent documented OT services did not include all necessary information on goal 




included fine motor, range of motion, self care, splinting, dressing, feeding, wheelchair 
management, gross motor/strength, cognition, functional mobility, toileting, bed mobility, 
transfer training, and other. The specific distribution of short-term and long-term goals 
within each area can be found in Table 2. Overall, residents of 5B had an average of 9.46 
days (SD ±3.83) of therapy in their most recent OT treatment period and they receieved 
an average total of 496.46 minutes (SD ±234.45) of OT, resulting in an average of 52.48 
minutes (SD  ±12.18) of OT per day during their most recent OT treatment period (Table 
3). Billing records also showed the percentages of total treatment time that OTs used 
therapeutic exercises (24.60%), therapeutic activities (31.90%), neuromuscular re-
education (18.84%), self-care management (23.61%), and wheelchair management 
(1.05%) in order to achieve these goals (Table 4). Finally, the majority of residents on 5B 
were covered by Medicaid (72%) with only 5% covered by Medicare Part A and 10% 
covered by Medicare Part B. The remainder of residents either had private or no isurance 
coverage. 
Qualitative Outcomes 
 Several themes emerged as a result of the interviews and focus groups. Themes 
were created based on ideas that were consistently identified across disciplines and 
departments. The themes included: barriers to Comfort Matters® participation, 
knowledge and use of Comfort Matters® practices within the department, acceptance of 
Comfort Matters® within the department, interdisciplinary work and perspectives, staff 






Table 2. Short and long-term goal counts and percentages. 
 







Table 4. OT use of billing codes. 
 
 







The information from the data collection methods was used to identify barriers 
and supports to integrating OT into Comfort Matters®. An overview of the barriers and 
supports can be found in Table 5. For a more comprehensive explanation of the barriers 
and supports, see Appendix D. 
Barriers Supports 
Hiring through an outside 
agency 
Interdisciplinary support 






Perception of Comfort 
Matters® implementation 
Relevance of current OT 
practices 
Financial barriers Department resources 
Perception of OT  
Table 5. Barriers and supports to OT participation in Comfort Matters®. 
Potential Areas of OT Intervention. Given the barriers, one of the areas in clear need of 
improvement is the percpetion of OT, both by the rehabilitation staff and by other staff. 
From the observations, interviews, and focus groups, it was clear that staff had a narrow 
perspective on what constituted OT, with most employees stating that OT worked on only 
ADLs and upper extremity functions. While this definition is valid, it limits the scope of 
OT practice within the facility, when really, OT can address a broader range of areas, 
particularly those of significance in comfort care. To combat this barrier, basic OT 




specific areas of practice that were either not considered before or only considered using 
a restorative approach to care.  
Basic OT practices included guidelines that aligned with much of the evidence of 
improving QOL for residents with dementia, effective occupational therapy interventions 
for individuals with dementia, and literature from Comfort Matters®. These practices, 
intended to be used throughout all treatment programs for individuals with dementia, 
included: using occupation as the primary treatment method; treating residents in their 
most natural environment; not relying on transfer of skills; engaging residents at times 
when they are motivated; attempting to establish routines on the residents’ terms; relying 
on residents intact skills (i.e. procedural memory); using errorless leraning strategies 
when possible; limiting complex directions; and providing repetition to promote 
automaticity (Caring Kind, 2017; Smallfield & Heckenlaible, 2017; Van Halteren-Can 
Tilborg, Scherder, & Hulstijn, 2007). After adopting these care approaches, OTs can then 
work on a variety of areas of intervention with residents. 
Some of the specific OT roles intended to broaden the perception of OT included 
interventions that they currently perform, but with a this new, palliative approach to care. 
These ares include activity engagement and rehabilitation for physical injuries. Activity 
engagement in a comfort-focused approach should include grading activities to promote 
optimal engagement along the spectrum of dementia, which means identifying what kinds 
of support and/or assistive devices may be necessary to promote engagement in 
meaningful activities as a person’s dementia progresses (AOTA, 2015). For rehabilitation 




should focus on how remediating the impacts of injuries (such as fractures), can facilitate 
resident access to activities and things in which they find comfort. For example, an OT 
can work with a resident who sustained a hip fracture on safe functional mobility in 
crowded spaces so that she is able to wander the halls and rooms the way she did prior to 
her accident. Doing so may not only increase resident comfort, but can facilitate 
autonomy and address the resident’s holistic needs, as outlined in the model of palliative 
care. 
Less common, but highly relevant, roles for OT in palliative care include 
intervetnions focused on sleep promotion, pain management, and caregiver consultation. 
All of these areas are directly relevant to the preventative, comfort-focused, and holistic 
nature of palliative care, given that if they are not addressed, residents may suffer. For 
example, residents who are not able to fall or stay asleep are at risk for decreased 
cognition, poor affect, and falls during the day (Porter, Buxton, & Avidan, 2015), and 
OTs are suited with a set of skills that allow them to assess and intervene to promote 
health sleep routines and practices (Picard, 2017). Improved sleep habits have the 
potential to lead to better mood, increased activity engagement, and decreased fall risk 
for residents. Similarly, OTs have their own contribution to pain management that is 
unique from other professions and may include the use of physical agent modalities, 
sensory strategies, and targeted exercise in order to reduce physical pain and discomfort 
(Rochman, 2014). Finally, caregiver consultation facilitates the interdisciplinary 
approach outlined in Comfort Matters® and would allow for OTs to educate other staff 




(Hampson & Smith, 2015). Therefore, conslutation may allow for long-lasting benefits of 
optimal participation in meaningful activities.  
Since the potential outcomes of all of these areas for intervention are associated 
with higher QOL, this broaded scope of OT practice should, indirectly positively 
influence resident QOL. However, it is important that through all of the areas of 
intervention, OTs continue to keep the basic principles of palliative care practices in mind 
in order to give them the best chance for success. More specific information on areas of 
OT intervention using a palliative model of care can be found in Appendix D. 
Potential Administrative Actions. In order to further mitigate the impact of the barriers on 
OT participation in Comfort Matters®, it was also necessary to outline some actions that 
the facility could take to promote OT involvement. The four main administrative actions 
identified to facilitate OT involvement were: (1) consistent OT assignment on the 
dementia-specific unit; (2) inviting OT to weekly palliative care team meetings; (3) 
requiring palliative and dementia care specific education and training for OT staff; and 
(4) enforcing the facility-wide use of an observation-based pain scale. These actions are 
primarily expected to increase OT knowledge and use of Comfort Matters practices as 
well as facilitate their involvement in interdisciplinary work, a key moderator of 
palliative care, and may even lead to positive outcomes outside of resident QOL. The 
identified actions have the potential to address many of the challenges to OT integration 
into Comfort Matters® practice, may supplement the current benefits of the Comfort 
Matters® program, and may facilitate the engagement of OT in the Comfort Matters® 




barriers to OT participation in Comfort Matters® can be found in Appendix D. 
Evaluation Plan 
The project itself was evaluated continuously throughout the capstone and at its 
termination in order to assess its relevance, feasibility, and content. The project 
deliverable, a report of the main findings of the project, was evaluated qualitatively by a 
group of people who are experts on either the Comfort Matters® protocol, the scope of 
OT practice, or the facility functions. Experts included:  
• Caring Kind administrator and liaison for Comfort Matters® accreditation 
• Beatitudes Campus OT and member of Comfort Matters® team  
• Director of rehabilitation at Cobble Hill 
• CEO of Cobble Hill 
• President of Cobble Hill 
• Comfort Matters® Coordinators at Cobble Hill 
Experts were asked at different, variable timepoints to provide qualitative feedback on 
the feasibility, relevance, and content of the findings and recommendations outlined in 
the report. The feedback led to revisions of the final report leading up to and after 
dissemination.  
Since the outcome of the project was a report consisting of recommendations to 
facilitate OT participation in Comfort Matters®, there was no completed evaluation of 
the impact of OT involvement in the palliative care program. However, Cobble Hill was 
provided with a plan for how to evaluate the integration of OT, should they choose to act 




series of pretests, posttests, and follow up evaluations to identify changes in several areas. 
The tools used in the evaluation plan (Appendix D) are as follows:  
Pain Assessment in Advanced Dementia (PAIN-AD) 
 The PAIN-AD is an observation-based pain scale that is appropriate for use 
among individuals with mild-advanced dementia. It has good interrater reliability, 
internal consistency, and construct validity for populations of individuals with dementia 
(Warden, Hurley, & Volicer, 2003) and is the primary pain scale supported by Comfort 
Matters®. Additionally, units accredited in Comfort Matters® should already be using 
the PAIN-AD as their regular pain assessment, meaning that collecting this data may not 
pose an additional burden on staff. Upon beginning OT integration into the 
interdisciplinary palliative care team, it is suggested to administer the PAIN-AD once per 
month for each resident on 5B (if it is not done so already), to track resident QOL 
changes over the course of one year. At the end of the year, PAIN-AD scores can be 
compared within residents over time, between residents who did and did not receive OT, 
and before and after OT services were provided. 
Utrecht Work Engagement Scale-9 (UWES-9) 
The UWES-9 is a 9 item Likert scale that assesses an employee’s engagement in 
his/her work (Schaufeli, Bakker, & Salanova, 2006). It has good construct validity 
(Seppala et al., 2008) and can be helpful in identifying any changes in employee job 
engagement that may occur with staff training and OT involvement in comfort care on 
5B. It is suggested to administer the UWES-9 to all OTs and COTAs at baseline, 6 




therapists on and off 5B and over time. 
Comfort Care Quiz 
 Comfort Matters® provides short quizzes to assess staff knowledge of comfort 
care. Using one of these assessments with OT staff will provide consistent data to 
Comfort Matters® about how OT has embraced and learned their program, as compared 
to other disciplines.  This measure can be used as a pretest-posttest (at months 0 and 12) 
to track changes in OT knowledge of comfort care over time. 
Staff Interviews 
 Comfort Matters® conducts staff interviews during their accreditation process to 
ensure staff are using palliative concepts in practice, and the same method can be used to 
assess if and how OT are using comfort-focused approaches at Cobble Hill. These 
interviews can be done by anyone who knows the palliative model of care well, including 
Cobble Hill administrators or department heads.  This measure can be used at baseline, 6 
months, and 12 months, of the OT integration process, to track use of palliative practices 
over time. 
Record Review 
 A record review can be done through Sigma Care, Cobble Hill’s electronic 
medical record system, to identify specific data associated with OT services during the 
year. Three important pieces of data to collect would be (1) the number of residents on 
5B who received OT services; (2) the length of those services; and (3) any changes in 
resident function before and after services. This data can provide information about the 




engage residents with dementia more consistently.  Data from the year leading up to 
Comfort Matters® implementation should be compared to data over the year of OT 
involvement in order to provide the most meaningful results. 
Since the ultimate goal of the project was to create sustaining changes in QOL for 
residents with dementia, it was important for this plan to focus on changes experienced 
by the residents, to the model of care, and in staff outcomes that could be motivating or 






Outcomes from the project were compiled into a report for Cobble Hill that 
outlined a potential method for increasing OT involvement in Comfort Matters® at their 
facility, based on identified barriers and supports. The report included the following 
information: 
• Barriers to OT involvement in Comfort Matters®  
• Supports for OT involvement in Comfort Matters®  
• Occupational Therapy Roles in Palliative Dementia-Care 
• Implementation and Evaluation Plans 
• Resources 
This report was created and distributed to the Cobble Hill administration (the president 
and CEO), the head of the Cobble Hill rehabilitation department, the directors of nursing 
and medicine at Cobble Hill, and to the Comfort Matters® staff. Cobble Hill employees 
were provided with the opportunity to ask questions about the report and implementation 
plan to increase their chances of successfully implementing the action steps that were 
outlined. To read the full report, see Appendix D.   
 It was important to provide this information to the administration because they 
ultimately decide the usefulness of the outcomes. Before they decide whether or not to 
implement changes, it was beneficial for them to have a comprehensive idea of why OT 
had not been involved up to that point and what options they had for integrating OT more 




for implementation was also likely to increase the chances that they make changes, and 
they were presented with options for how to track their changes to increase the likelihood 
that they would be able to quantify the outcomes. If they were to find positive outcomes, 
it could encourage the use of this model for the long-term future of Cobble Hill and at 
other accredited facilities. Additionally, it was important for Comfort Matters® 
professionals to have these outcomes so that they were made aware of a potential 
mechanism for engaging OT staff in their program. It provided them with more concrete 
ideas about what OT could look like in Comfort Matters® which could be used in future 
education and accreditation processes as well. 
 In addition to the distribution of the report to those directly involved with the 
project, the project was also submitted as an abstract for a poster at the American 
Occupational Therapy Association (AOTA) conference in 2020 (Appendix E). While the 
abstract was submitted prior to completion of the project, it described the evidence base 
that influenced the project and expected outcomes.  
 It is important to disseminate the information from this project to a larger base of 
OTs because of its potential relevance to a broad range of practitioners. Given the aging 
population, the consistent presence of OTs in long-term care facilities, and OT’s value 
and role in productive aging, it is important for professionals to be aware of newer 
models of care and understand their potential role in care, especially if it is a change from 
current standards. Presenting this information at a national conference would both 
educate practitioners on an area of practice that they may be unfamiliar with or clarify a 






Ideally, this project will have long-lasting effects for the QOL of residents with 
dementia at long-term care facilities and the existence of OT as members of 
interdisciplinary palliative care teams. However, in order to create this impact, 
preliminary OT involvement needs to be implemented and evaluated to determine its 
influence on residents, staff, and the facility. 
This project served to advance the profession by educating administrators and 
interdisciplinary staff at a long-term care facility about the role of OT as well as its 
potential impact. It showed employees that OTs have the flexibility to work with a 
variety of care approaches and practices and have the potential to provide lasting changes 
for residents alongside an interdisciplinary team. Not only did the outcomes educate staff 
at the facility, but, if presented at the AOTA conference, it may also promote the 
presence of the profession in an area not typically seen. This may encourage other 
practitioners to become more interested or involved in understanding OT’s role in an 
interdisciplinary palliative care team and may inspire them to incorporate the outcomes 
into their own practice settings. 
While the project promotes the profession both within and outside of the OT 
community, there are still areas that would benefit from additional research or interest. 
First, the outcomes propose a way to involve OT in an established palliative care 
program, however, OT should be involved in Comfort Matters® from the beginning. 




training and accreditation process they provide. Hopefully, some of the information from 
this project, such as the barriers and potential roles, can help adjust their approach for 
new facilities. However, a more in-depth analysis of the process could help make it a 
smoother transition. This analysis could include feedback from OTs who are involved in 
Comfort Matters®, an analysis of adult learning theory, and potential adjustments to the 
Comfort Matters® curriculum. 
Next, while an evaluation plan was included in the report, it would be beneficial 
to more formally quantify the impact of OT involvement on residents. One way this 
could be accomplished is through a Quality Assurance & Performance Improvement 
(QAPI) measure produced by the facility. A QAPI is an in-depth process for identify and 
solving a problem encouraged by the Centers for Medicare and Medicaid Services 
intended to promote QOL among residents in long-term care facilities. If Cobble Hill was 
to identify a specific area of need and demonstrate that OT involvement could contribute 
to solving their problems, it would provide increased support for the involvement of OT 
in the palliative care team and might encourage other facilities to include them more 
readily as well.  
Overall, this project serves as a foundation for Cobble Hill and other Comfort 
Matters® accredited facilities to make changes to the organization of their palliative care 
programs, however it is up to the facilities to create and maintain that change. Therefore, 
while OT may have an identified path for becoming involved in interdisciplinary 
palliative care teams, there is an ongoing need for advocating for their presence and 





Focus Group Guide 
 
Obtain verbal consent for recording. 
 
Introduction: 
My name is Libby and I am an OT student working on my doctoral project at Boston 
University. For the project, Caring Kind has asked me to help investigate any potential 
areas for further role identification and clarity within the Comfort Matters® framework 
of care. I have been able to observe and speak with many of you individually, but I am 
now hoping to get your perspective as a department on how _____(name of 
department)______ fits into Comfort Matters®, how your care differs for populations 
with and without dementia, and any areas of challenge or potential for improvement. You 
are encouraged to speak freely; I am trying to gather as much information as possible. 
The information from this discussion will be deidentified and only used to improve or 
adjust the Comfort Matters® framework.  
 
1. How would you compare your role with residents in general versus with residents 
with dementia? 
2. Who do you feel are the main professionals involved in your interdisciplinary 
team? 
a. In what areas do you feel your role overlaps with other disciplines? Please 
describe. 
3. How many people from this department attended the Comfort Matters® training 
and were involved in the accreditation process? 
a. What were some of the factors that encouraged you to participate? 
b. What were some of the factors that discouraged you from participating? 
c. How did the Comfort Matters® training change your perspective on your 
role with residents (if at all)? What is the difference between your services 
before and after Comfort Matters® training? 
d. What kind of education related to dementia care have you been exposed 
to? 
4. What are some of the biggest challenges in providing comfort-focused ___ (name 
of department) ____? 
a. Are there any aspects of resident care that you feel could be improved? 







Semi-structured Interview Guide for Professionals 
 
1. What are the primary responsibilities of the ____________ department? 
2. What is the composition of the ____________ department? 
a. What determines how department responsibilities are assigned? 
b. What level/type of education has your staff received both prior to 
employment here and during? 
3. What are the differences between __________’s work with residents on 5B versus 
residents on other units? 
4. How involved was your department with the Comfort Matters® training? 
a. What encouraged you to participate/discouraged you from not 
participating? 
b. (If applicable) how does your role change within the Comfort Matters® 
framework? 
5. How was the Comfort Matters® approach received by your staff?  
a. How did you get them to “buy-in” to it? 






Semi-structured Interview Guide for Family Members 
 
1. What brought your family member to Cobble Hill? 
2. Why did you choose Cobble Hill? 
3. What has your experience been like with the care provided at Cobble Hill? 
a. Is there anything in particular you like about it? 
4. Are there any ways you feel care could be improved? 
5. Has your family member ever received occupational therapy while here? 
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The purpose of this document is to facilitate occupational therapy (OT) involvement in 
the Comfort Matters® program currently utilized at Cobble Hill, starting specifically with Unit 
5B. The terms Comfort Matters®, comfort care, and palliative care are used interchangeably 
throughout. 
This report is based off of a series of observations, informal interviews, focus groups, 
record reviews, site visits, and reviews of relevant literature geared towards understanding the 
purpose and practices of an interdisciplinary palliative care team as well as the role of OT in 
long-term care facilities. The activities used to inform this report took place primarily at Cobble 
Hill, but were also done at several other sites accredited by Comfort Matters® in order to 
identify factors that were site-specific versus general to long-term care facilities. This report is 
not meant to be all-encompassing, but should provide a foundational understanding as to why 
OT has historically not been involved in Comfort Matters, across sites, and what the potential is 
for OT involvement as a member of the comfort-focused interdisciplinary team.  
 
While there are a number of barriers to facilitating occupational therapy involvement 
in a palliative care program for individuals with dementia, given the supports available and 
the scope of occupational therapy practice, it is possible for occupational therapists to have a 
consistent role in the palliative care team that may benefit residents, employees, and the 






Several barriers currently contribute to OT’s limited participation in Comfort Matters®. 
These include obstacles that limit OTs’ abilities to attend the initial comfort care training as well 
as challenges to integrating the palliative care approach into their work. A summary of the 
barriers can be found in the table below, followed by more detailed explainations.  
GENERAL BARRIER SPECIFIC EXAMPLES 
Hiring Through an 
Outside Agency 
Difficulty mediating between facility policies and agency policies 
Workplace isolation of rehabilitation department 
Staff turnover 
Therapist Scheduling and 
Organization 
Treatment split between OT and COTAs 
Variable therapist assignment 
Variable weekly therapist schedules 
Rehabilitation Standards 
and Culture 
Emphasis on productivity standards 
Presence of concurrent treatment 
Therapist stress 
Use of gym as primary rehabilitation environment 
Perception of Comfort 
Matters® 
Implementation 
Lack of awareness of Comfort Matters® and training 
Feelings of exclusion 
Lack of specific, comfort or dementia-care education 
Financial Barriers 
Reimbursement-driven actions 
Reimbursement limitations on skilled service delivery 
Perception of OT 
Belief in a narrow, speciailized scope of OT practice  
Desire for OT role distinction 
 
Hiring through an outside agency. This is the most frequently cited barrier to OT participation 
in palliative care. While Theradynamics and the employees they hire are required to comply with 
facility-wide policies mandated by Cobble Hill, they also have their own, additional set of 
guidelines. This creates a gap between the rehabilitation department and the rest of the facility, 
as it may cause rehabilitation employees to identify first as Theradynamics staff and then as 
Cobble Hill staff. Additionally, it means that it takes further communication with Theradynamics 
to institute new policies or guidelines for therapists. This separation of the rehabilitation staff 
makes it more challenging to facilitate interdisciplinary work, a critical component of Comfort 
Matters®. Furthermore, since Theradynamics provides therapists for a number of sites in the 
area, therapists are more easily able to transfer facilities, for conveniece or otherwise. This leads 
to more staff turnover, making it difficult to introduce new approaches to care to be used 
consistently among the rehabilitation staff.  
Therapist Scheduling and Organization. Since residents are screened every quarter and upon 





rehabilitation department makes an effort to assign therpists based on their specific strengths, the 
census does not always allow that flexibility, and residents can end up with new therapists each 
time they receive OT. Additionally, within a treatment period, while OTs are responsible for 
initial screenings and evaluations, COTAs provide the majority of the interventions, and not 
every OT or COTA works for the total number of days their residents need to be receiving 
therapy. As a result, from evaluation to discharge, residents may be seeing 2-4 different 
therapists to complete their treatment program. This variability may lead to resident discomfort 
or refusal of care, which is difficult for residents and therapists, opposes the goal of comfort-
focused care, and may interfere with productivity.  
Rehabilitation Standards and Culture. Theradynamics’ productivity standards require 
therapists to provide direct care for at least 90% of their work day. In order to achieve these 
standards, therapists often see residents concurrently in the gym. While concurrent treatment in a 
rehab gym is an accepted practice at long-term care facilities, it does not promote a palliative 
care approach for several reasons: (1) it is difficult to fulfill the residents physical, psychological, 
social, emotional, and spiritual needs, while simultaneously attending to the needs of another 
resident; (2) due to their cognitive limitations and potential difficulties with communication, 
almost all residents with dementia should be excluded from concurrent treatments; (3) bringing 
residents with dementia to a novel environment to engage in therapy may be overstimulating, 
confusing, and cause discomfort; and (4) therapists presence primarily off the unit means they 
are not observing changes in residents’ performance in their most natural context. However, 
most of these practices are continued because of pressures to meet high productivity standards, 
which also creates stress for the department. These standards leave therapists with caseloads that 
limit their flexibility for seeing residents because they must ensure that they provide a certain 
amount of skilled services within their work day. This ultimately means that therapists may be 
forced to see residents with dementia at times that are inconvenient or uncomfortable for the 
residents. While therapists acknowledge that caseload and productivity can be sources of stress, 
they express helplessness in changing these practices because they feel responsible for meeting 
the standards in order to create profit for the facility.  
Perception of Comfort Matters® Implementation. Although Comfort Matters® strongly 
encourages a united, complete, interdisciplinary team, it is possible that the implementation of 
the program was perceived differently by the rehabilitation staff. Some therapists were aware 
that the training was occurring, but might not have felt welcome to attend, some were completely 
unaware of the implementation, and some were not hired until after the accreditation occurred. 
Regardless of how they were approached, the perception is that Comfort Matters® training 
occurred and its practices continue to occur without them. For example, therapists do not feel 
welcome to attend or knowledgeable about the weekly team meetings, leading to increased 
feelings of exclusion and insecurity among the staff. The rehabilitation team is potentially 




   
become involved because they do not have the foundation of knowledge needed to provide 
comfort care.  
Financial Barriers. The primary financial barrier to providing palliative services for individuals 
with dementia is the rate at which skilled services are reimbursed and how that limits therapists’ 
time use. Most of the residents on 5B (over 70%) are insured by Medicaid. However, the 
majority of short-term residents at Cobble Hill are insured by Medicare. While both insurers (and 
private insurance) will reimburse for skilled therapy, given that the residents meet certain 
requirements, they will only reimburse for certain services provied by skilled therapists. 
Therefore, therapists are limited in what they can do with residents over the course of the day, 
because with reimbursement primarily dictated by resource utilization group (RUG) 
requirements, each minute that they are on site is accounted for and needs to be documented. 
This makes it difficult for therapists to spend time doing anything outside of providing skilled 
services. Since Comfort Matters® places a high focus on encouraging professionals to take 
actions to get to know the residents and provide basic comfort even if they are not treating that 
particular resident, these actions would have to be nested within skilled services in order to be 
justifiable for the therapists. 
Perception of OT. Within the long-term care facility, OT is generally seen as the department 
that works on upper extremity function and activities of daily living (ADLs). Furthermore, there 
appears to be an emphasis on a remediation or restorative approach to care, indicated by the large 
amount of treatment time spent on therapeutic exercises and activities (24.6% and 31.9%, 
respectively), while the more occupation focused interventions, such as self care (23.6%), are not 
represented in the billing to the same proportion that they are in the goals. While this definition 
and style of OT is valid, it does not fully embrace all the potential areas for OT intervention that 
are outlined in the practice framework, inciluding spirituality, communication, sleep, and social 
engagement (American Occupational Therapy Association [AOTA], 2014). Other disciplines at 
Cobble Hill, and OTs themselves, view OT in a narrowed scope of practice, which may be 
limiting their potential involvement in care. Furthermore, in a palliative care team, while each 
discipline is respected and appreciated for their unique contributions to dementia care, it is also 
essential that they are able to work in an interdisciplinary and even transdisciplinary ways, at 
times. Continuing to limit the perception of OT to certain areas of practice restricts their ability 






While challenges to OT involvement in Comfort Matters® exist, there are also several 
facility strengths that can be used to promote OT integration into the program and may facilitate 
employee, resident, and financial benefits. The mechanisms used to identify the barriers 
(observations, interviews, focus groups, etc), highlighted some of the factors that could support 
OT involvement in the palliative care team. A summary of these supports are outlined below. 
 
Interdisciplinary Support. Almost every other discipline at Cobble Hill has successfully 
adapted its practices and modeled involvement in Comfort Matters®, including dietary services, 
nursing, therapeutic recreation, housekeeping, and social work. Therefore, using applicable 
guidelines that another department has followed and seeking support from them could facilitate 
successful OT involvement. Furthermore, since residents discharge destination is to the facility, 
which provides 24/7 care, OTs have flexibility in their target goals because they can assume that 
residents will have access to any support from other disciplines that is appropriate or necessary. 
Required Education. For Cobble Hill, newly hired therapists are required to complete courses 
that cover basic, relevant topics (HIPAA, fire safety, etc.), and employed therapists are required 
to complete 4 mandatory, online courses, and are offered 12 aditional optional online courses 
throughout the year. These opportunities can be used to promote dementia-specific or palliative 
care training to bridge some of the knowledge and training barriers.  
Administrative Control. While the organization of therapists is listed as a potential barrier, the 
fact that the rehabilitation department has control over therapist scheduling may provide 
opportunities for adjusting therapist assignment to optimize their ability to work within the 
comfort-focused framework. 
Relevance of Current OT Practices. While the OT department, in general, has more of a 
restorative focus of care, many of their goals can also be applicable to comfort-focused care. For 
example, goals focused on increasing tolerance for sitting in wheelchairs and increasing access to 
eating both fall within the domain of comfort care and are both currently used. Additionally, 
some organizational practices currently used by some therapists, such as gathering supplies to 
treat multiple residents on their units, may be encouraged in a palliative approach to care. 
Therefore, OT may not have to make as dramatic changes to their overall goals as might have 
been expected. 
Department Resources. One benefit that the rehabilitation department has over other 
departments is that they are able to consistently provide one to one care. If residents are not 
appropriate to receive concurrent treatment, therapists are expected to provide individual 
treatment. This individual attention is one of the best ways to ensure person-centered care in a 
palliative care framework and is not always a viable options for other disciplines who are 




   
Occupational Therapy Roles in Palliative Dementia-Care 
 Some of these ideas are similar to what OTs currently do but use a different framework 
for understanding, while others attempt to expand upon the role of OT in order to promote 
optimal comfort for residents with dementia. The examples used in this section are meant to 
provide ideas of what interventions could look like. However, they should not be considered 
limits to the OT scope of practice, and may be more or less applicable depending on the reason 
for the resident’s referral to OT. Furthermore, while examples can provide profession-specific 
models, it is essential that OTs have a basic understanding of the fundamentals of Comfort 
Matters® and palliative care in order to deliver the services in a way that aligns with comfort-
focused, person-centered, interdisciplinary care.  
General Practices of OT in Palliative Care 
➢ Use occupation whenever possible (Han et al., 2010; Smallfield & Heckenlaible, 
2017; Wilcock, 2004) 
➢ Treat residents in their most natural environment (i.e. at bedside, in their dining 
room, in their bathrooms) and do not rely on transfer of skills to other settings 
(Van Halteren-Can Tilborg, Scherder, & Hulstijn, 2007) 
➢ Engage residents at times when they are motivated, alert, and may already be 
participating in activities (i.e. mealtimes) (Caring Kind, 2017) 
➢ Attempt to establish routines on the residents’ terms (Caring Kind, 2017) 
➢ When attempting to enhance skills, rely on abilities that residents retain, such as 
procedural memory (Van Halteren-Can Tilborg et al., 2007) 
➢ Use errorless learning strategies to promote success (Smallfield & Heckenlaible, 
2017) 
➢ Limit complex directions and provide repetition (Smallfield & Heckenlaible, 
2017) 
➢ Use the “All About Me”  care plan, observation, and information from other staff 
to identify activities and rewards that would be engaging, meaningful, and 
familiar to each client (Caring Kind, 2007) 
Activity Participation 
 As dementia progresses, individuals generally have trouble completing basic activities of 
daily living (bathing, grooming, dressing, etc.) and other leisure activities independently 
(Alzheimer’s Association, 2018). In these cases, there is typically an OT referral in an effort to 
maintain or prevent further decline of these abilities, which can contribute to higher QOL 
(Beerens et al., 2016). While OT can sometimes remediate these challenges (see next section), 
given that dementia is a progressive condition, sometimes it is necessary to determine how to 
create a “best-fit” between residents and their activities as they experience dementia-related 





   
OTs are trained to assess a person’s environment and personal skills to determine factors 
that promote or inhibit engagement in meaningful activities. Based on these observations, they 
may provide adaptations to facilitate increased participation (AOTA, 2015). To promote success 
within a palliative care framework and increase access to meaningful activities, OT intervention 
can include problem solving the best environmental adaptations, activity adjustments, or levels 
of assistance to promote optimal resident participation. This process can include an observation 
of the activity occurring, analysis of the environment, identification of antecedents and 
consequences of the activity, understanding of the preferences of the resident, and repeated 
practice of the activity. It is likely that most of this intervention will rely on introducing 
compensatory strategies for participation, and ideally, those will lead to optimizing resident 
participation in meaningful activities across all stages of dementia. One area this could be 
particularly useful is if the rehabilitation department decides to follow through with plans to 
work more closely with therapeutic recreation on engaging residents in meaningful activities. 
The therapeutic recreation staff can provide the activity foundation, and the OTs would be able 
to make sure the activity demands are at an appropriate level for the residents and modify them, 
as necessary. 
Rehabilitation for Physical Injuries  
While dementia is largely considered a cognitive condition, it is likely to occur with 
motor and visuospatial symptoms as well (Albers et al., 2015). Symptoms such as mobility 
impairments, decreased grip strength, muscle atrophy, and rigidity may be present at higher 
levels than residents’ healthy age-related counterparts (Albers et al., 2015). For these reasons, 
individuals with dementia are at increased risk for physical injuries, such as falls and fractures.  
To provide comfort-focused care in response to physical injuries, OTs may help 
remediate the physical consequences in order to promote optimal participation in ADLs and 
other personally meaningful activities (AOTA, 2015). While this role for OT seems typical for 
the setting, it is important to consider that, in this case, their approach to remediation should 
occur with the understanding that restoring physical function will benefit the resident in other, 
more palliative ways as opposed to focusing on the physical injury as the primary condition.  
In order to do this, OTs must capitalize on care approaches that are known to be effective 
for individuals with dementia, since it is often difficult for those individuals to learn new tasks, 
remember new precautions, and communicate their experiences with the rehabilitation process. 
For example, since procedural memory is still intact through the later stages of dementia, 
therapists may benefit from using repetitive motor learning principles, including constant 
practice and repetitive training (Smallfield & Heckenlaible, 2017; Van Halteren-Can Tilborg et 
al., 2007). It is also important for these activities to take place in the context that they would 
naturally occur, so they are more likely to lead to successful attempts in the future. 
Sleep 
 Sleep is listed as an occupation in the OT practice framework and is relevant for OT 
practitioners at a variety of sites (AOTA, 2014). Getting adequate sleep can be a challenge for 





   
circadian rhythm misalignment (Porter, Buxton, & Avidan, 2015). A lack of adequate sleep may 
influence residents’ daily functioning by exacerbating their cognitive symptoms of dementia or 
negatively impacting their mood and behaviors (Porter et al., 2015). Within a palliative 
framework, individuals have the right to sleep for as long and when they wish, making it a 
critical component of care. However, if residents are uncomfortable in bed, cannot fall asleep, or 
their lack of sleep causes them distress during the day, comfortable sleep patterns are not viable 
options for them.  
OTs may work with residents on their sleep routines, schedules, and practices to improve 
their quality of sleep. Interventions for sleep can include identifying calming bedtime routines, 
wearing soft pajamas, using aromatherapy before bed, using an eye mask, determining optimal 
sleeping positioning, and identifying other calming sensory preferences (Picard, 2017). While it 
may be difficult for OTs to see residents during their normal bedtime routines, it is possible to 
use this as an interdisciplinary opportunity. OTs can explore sensory preferences with residents 
during the day, and then create a suggested bedtime routine for those residents. They can educate 
the night shift on how to use the strategies to promote adequate sleep and then work with the 
staff to address the effectiveness of the routines and modify them, as necessary. Ideally, 
addressing sleep problems in this way would also facilitate improved wakefulness and 
participation in other daily activities, contributing to overall QOL. 
Pain Management 
 OTs can be involved in both the assessment and treatment of pain in order to facilitate 
successful engagement in daily activities (Rochman, 2014). While Comfort Matters® has 
reduced the amount of reported and observed pain in residents, since the core of palliative care is 
addressing, preventing, and anticipating pain, each discipline involved should be able to 
contribute their own approaches to that practice.  
During evaluations, OTs may be particularly helpful in identifying causes or antecedents 
of pain. For example, after using the PAIN-AD and identifying the presence of pain, they may be 
able to observe poor ergonomics in movement patterns or positioning, sensory over or under 
stimulation, or cognitive contributors to distress (i.e. difficulties with sustained or selective 
attention). Therefore, having their input may enhance pain assessments completed by other 
professionals. Additionally, other evaluations more specific to OT can be useful to identify 
potential causes of discomfort such as wheelchair, splinting, or ergonomic evaluations. These 
assessments may further specify the need for intervention, identify the cause of pain, and serve 
as a measurement tool for any changes in pain or function.  
 For intervention, OTs are trained to use a variety of techniques for pain management that 
may be appropriate for individuals with dementia. Typical interventions can include exercise, 
body positioning/ergonomics, splinting, physical agent modalities (PAMS)1, and sensory 
 
1 Cognitive impairments are considered a precaution for the use of thermal modalities because it makes it may make 
it difficult for residents to communicate their reactions. Therefore, it is important to use PAMS with extreme caution 






stimulation exploration (Rochman, 2014). Given the staff empowerment principle outlined in the 
Comfort Matters® framework, OTs should have the ability to trial several of these pain 
management techniques, as they see appropriate, in order to identify the most sustainable way to 
decrease pain for the resident. Ideally, with pain management, if the techniques are addressing 
the areas impacted by pain, then the relief of pain during interventions will be motivating and 
comforting for the residents to continue their participation in other activities.  
Caregiver Consultation 
 In addition to direct care, there is also evidence for the role of OT in caregiver (both 
family and staff) education (Hampson & Smith, 2015; Wenborn et al., 2013). This role can have 
a significant impact on staff and resident outcomes, given the high risk of burnout experienced 
by many caregivers of individuals with dementia (Crespo, Bernaldo de Quiros, Gomez, & 
Hornillos, 2012). Because of OTs’ expertise on activity analysis and adaptation as well as their 
knowledge of energy conservation and self-care, they may be particularly well-suited to train 
others on how to promote meaningful activity engagement, help reduce caregiver burnout, or 
maintain progress achieved by skilled therapy (Hampson & Smith, 2015; Rafeedie, Metzler, & 
Lamb, 2018).  
For example, if an OT discharges an individual with dementia after working on upright 
sitting to promote mealtime engagement, it may be appropriate to spend time educating direct 
care staff present during mealtimes on appropriate positioning and eating techniques. It would be 
necessary to have both the resident and the care provider present in order for it to be a billable 
service. With this education, the care provider can maintain the benefits of OT services because 
they have knowledge of the outcomes that can contribute to resident QOL and limit employee 
burnout. This is particularly relevant for a comfort-focused approach because it encourages an 
interdisciplinary effort and can be used to promote comfort during activities even after discharge 






 Given the barriers, supports, and potential role of OT, the following administrative 
actions can be taken to facilitate OT involvement in Comfort Matters at Cobble Hill. These 
actions involve efforts from both the administration and rehabilitation department. 
Consistent Assignment 
Consistent assignment means that only 1-2 OTs or COTAs should be assigned to work 
with the residents on 5B. If there are not enough residents to create a full caseload, they can also 
work with other residents within the facility, ideally with other residents who are diagnosed with 
dementia. Almost every other department involved in Comfort Matters® creates their schedules 
in a way so that they have staff members dedicated to 5B. Since some therapists current employ 
a similar practice of gathering supplies and bringing them to units to work with several residents 
on each floor, this adjustment should not be difficult to accommodate. Because consistent 
assignment would lead to therapists spending more time on the units, it may even promote 
therapist efficiency by reducing the need to negotiate transportation and scheduling for residents. 
With consistent assignment, therapists can be more comfortable with residents, more 
knowledgeable about their needs, provide the best person-centered care possible, and may be 
more capable of identifying residents who are appropriate for OT services.  
Potential Benefits 
➢ Increased ability for therapist to treat in resident’s natural environment leading 
to increased effectiveness of interventions, decreased resident confusion, and 
decreased need to transfer to the gym. 
➢ Increased therapist presence on the unit leading to increased flexibility in 
scheduling treatment, lunch, and documentation, based on resident needs. 
➢ Increased therapist presence on unit leading to increased familiarity with other 
staff and staff roles and facilitate interdisciplinary approaches. 
➢ Increased therapist presence on unit leading to increased familiarity with 
residents’ preferences and needs and facilitate person-centered approaches for 
residents both on and off caseload.  
➢ Increased therapist presence on unit leading to increased therapist knowledge 
about effective work practices for individuals with dementia, including 
appropriate communication and observation of pain. 
➢ Increased therapist presence on the unit leading to increased awareness of the 
need for OT and potentially an increase in delivery of reimbursable services.  
➢ Increased resident familiarity with therapists leading to increased comfort with 
treatment and decreased confusion. 






Invitation to care team meetings 
Since the care team meetings still occur on Thursday afternoons every week, inviting a 
representative from rehabilitation department may be an easy way to facilitate their involvement 
in the team and on the unit. Ideally, the OT or COTA assigned to the unit would be attending the 
meetings, however, if there is no assigned therapist, another representative can be chosen. Since 
the meetings only occur once per week and last 15-20 minutes, it should not have a significant 
impact on therapist productivity or stress. This change can further promote OT integration into 
the team and provide the therapist with support from other staff on the unit.  
Potential Benefits 
➢ Decreased feelings of isolation, exclusion, or insecurity in the rehabilitation 
department. 
➢ Increased feelings of belonging leading to decreased staff turnover. 
➢ Increased rehabilitation awareness of Comfort Matters. 
➢ Increased motivation for interdisciplinary involvement and practice. 
➢ Increased familiarity with residents’ specific needs and concerns. 
 
Staff Education 
The Cobble Hill Comfort Matters® coordinator is willing and able to provide basic 
palliative care training to the rehabilitation staff on an annual and as needed basis. An annual 
training for the entire rehabilitation department can provide the foundation for the palliative care 
approach and relevant fundamentals for dementia-care in a concise manner (roughly 30-45 
minutes). Additionally, therapists who work more closely with residents with dementia could 
receive additional, one-on-one support and training from the coordinator focused on integrating 
palliative care into their practice. These opportunities for staff education would address some of 
the challenges created by therapists not having exposure to comfort-focused care for individuals 
with dementia. 
Potential Benefits 
➢ Decreased isolation, exclusion, or insecurity of rehabilitation department. 
➢ Increased awareness of Comfort Matters training and practices. 
➢ Increased knowledge of appropriate care mechanisms for individuals with 
dementia leading to decreased therapist stress and increase therapist 
effectiveness. 
➢ Increased understanding of the interdisciplinary nature of comfort-focused care. 
➢ Increased knowledge of comfort-focused practices and care leading to increased 






Facility-wide use of appropriate pain scale 
Encouraging a single, appropriate pain assessment for residents with dementia throughout 
the facility may help to appropriately evaluate pain and increase unity among staff. Currently, the 
rehabilitation staff relies on the Wong-Baker or visual analog scale to assess pain. However, 
observation-based pain assessments, such as the PAIN-AD, have proved to be valid and reliable 
for individuals with dementia and should be considered for use instead in order to promote a 
more accurate evaluation of resident pain (Warden, Hurley, & Volicer, 2003). This shift would 
require Cobble Hill administration to work with Theradynamics to agree upon a new method for 
assessing pain in the population of residents with dementia.   
Potential Benefits 
➢ Increased interdisciplinary ability to discuss pain leading to decreased therapist 
isolation and exclusion. 
➢ Decreased therapist stress by providing a more appropriate assessment measure 
for individuals with dementia. 
➢ Increased knowledge and awareness of Comfort Matters practices. 
➢ Increased accuracy of pain recognition in residents with dementia, potentially 
leading to a greater need for skilled services. 







Similar to Comfort Matters® accreditation, it is reasonable to implement and evaluate the 
changes that occur over the period of one year. This timeline provides enough time to allow the 
involved OT(s) to learn the basics about palliative care, determine how it best aligns with their 
practices, and embrace the approach. The following suggested tools and timeline aim to evaluate 
a range of potentially meaningful outcomes including impacts on residents, therapists, and 
skilled service delivery. All measures can be found in the resource section. 
 
1. Pain Assessment in Advanced Dementia Scale (PAIN-AD) 
Description: The PAIN-AD is an observation-based pain scale that is appropriate for use 
among individuals with mild-advanced dementia. It has good interrater reliability, 
internal consistency, and construct validity for populations of individuals with dementia 
(Warden et al., 2003) and is the primary pain scale supported by Comfort Matters®. 
Additionally, units accredited in Comfort Matters® should already be using the PAIN-
AD as their method for pain assessment on a regular basis, meaning this data may not 
pose an additional burden on staff.  
Suggested timeline: Administer the PAIN-AD once per month for each resident on 5B 
(if it is not done so already), to track resident changes over the course of one year. At the 
end of the year, PAIN-AD scores can be compared within residents over time, between 
residents who did and did not receive OT, and before and after OT services were 
provided. 
2. Utrecht Work Engagement Scale – 9 (UWES-9) 
Description: The UWES-9 is a 9 item likert scale that assesses an employee’s 
engagement in his/her work (Schaufeli, Bakker, & Salanova, 2006). It has good construct 
validity (Seppala et al., 2008) and can be helpful in identifying any changes in employee 
job engagement that occur with OT involvement in comfort care on 5B.  
Suggested timeline: Administer the UWES-9 to all OTs and COTAs at baseline, 6 
months, and 12 months to track changes between therapists on and off 5B and over time. 
3. Comfort Care Quiz  
Description: Comfort Matters® provides short quizzes to assess staff knowledge of 
comfort care. Using one of these assessments with OT staff will provide consistent data 
to Comfort Matters® about how OT has embraced and learned their program, as 
compared to other disciplines.  
Suggested timeline: This measure can be used as a pretest-posttest (at months 0 and 12) 
to track changes in OT knowledge of comfort care over time. 
Staff Interviews 
Description: Comfort Matters® conducts staff interviews during their accreditation process to 





1. including Cobble Hill administrators or department heads.  
Suggested timeline: This measure can be used at baseline, 6 months, and 12 months to 
track use of palliative practices over time and assess the need for further education. 
2. Record Review 
Description: A record review can be done through Sigma Care to identify specific data 
associated with OT services during the year. Two important pieces of data to collect 
would be (1) the number of residents on 5B who received OT services and (2) the length 
of those services. This data can provide information about the impact of OT involvement 
on the rehabilitation caseload and profit and on enabling therapists to engage residents 
with dementia more consistently.  
Suggested timeline: Data from the year leading up to Comfort Matters® implementation 







 The following is a suggested timeline that includes the implementation and evaluation 
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This poster presentation will describe the role of occupational therapy in palliative care. 
Additionally, barriers to occupational therapy (OT) involvement in an interdisciplinary 
palliative care program for individuals with dementia living in long-term care facilities 
(LTCFs), specifically, Comfort Matters®, will be discussed. Given the rapidly aging 
population in the US, there is also an expected increase in the prevalence of age-related 
conditions, such as Alzheimer’s Disease (AD) and other dementias. Because of its 
complex and progressive nature, many individuals with dementia reside in LTCFs in 
order to receive daily care, with over 40% of residents in LTCFs having a dementia 
diagnosis. While LTCFs are typical sites of care for individuals with dementia, the 
traditional medical model of care may no longer be ideal for optimizing their quality of 
life (QOL). Consequently, palliative care approaches have become increasingly popular 
in use in some facilities and focuses on enhancing comfort, eliminating stress, and 
preserving dignity and autonomy for residents in an effort to improve QOL and well-
being. The Comfort Matters® program is an evidence-based model that outlines 
interdisciplinary palliative care practices among several professional departments, 
including recreational therapy, nutrition, nursing, social work, psychology, medicine, 
housekeeping, and rehabilitation. The program makes a point to provide training and 
material that is relevant and accessible to professionals at all levels of care, ranging from 
those who maintain clean living environments to those who handle residents’ complex 
medical needs. While Comfort Matters® encourages all disciplines to adopt this model of 
care, there has been limited OT participation in both the training and use of palliative 
practices. Given the broad evidence base for the effectiveness OT interventions in LTCFs 
related to occupational performance, exercise, cognitive stimulation, and environmental 
adaptation, it is important to understand where and how OT may fit into this model of 
care. Under the oversight of Caring Kind, an organization dedicated to advocacy and 
improved care for individuals with dementia, an informal needs assessment was 
performed at Cobble Hill Health Center, a LTCF accredited in Comfort Matters®, to 
investigate barriers to OT participation. Interviews, focus groups, and observations of the 
various disciplines highlighted various institutional, financial, political, and temporal 
barriers to OT participation in Comfort Matters® and identified potential facilitators of or 
areas for further OT involvement within the program. As a result, guidelines will be 
presented that create a clear role for OT in sites that are currently using or will, in the 






Occupational Therapy Involvement in Interdisciplinary Palliative Care for 
Individuals with Dementia 
Capstone Site: Caring Kind NYC 
Site Mentor: Ann Wyatt, MSW             
Academic Mentor: Jennifer Kaldenberg, DrPH, MSA, OTG, SCLB, FAOTA 
Project Goal: To facilitate occupational therapy involvement in an interdisciplinary 
palliative care team for individuals with dementia at a long-term care facility (LTCF). 
Background: Over 40% of residents in LTCFs have a dementia diagnosis, and with the 
increasing aging population, that percentage will likely rise. However, the traditional, 
medical model of care utilized at many LTCFs may no longer be ideal for optimizing 
residents’ quality of life (QOL). Consequently, palliative, or comfort, care approaches 
have become increasingly popular and focus on enhancing comfort, eliminating stress, 
and preserving dignity for residents. The Comfort Matters® program outlines 
interdisciplinary palliative care practices among several professional departments, 
including nutrition, recreation, nursing, social work, housekeeping, and rehabilitation and 
makes palliative care training accessible to professionals at all levels of care. While 
Comfort Matters® encourages all disciplines to adopt this model of care, there has been 
limited OT participation in both the training and use of palliative practices. Given the 
consistent presence and evidence base for the effectiveness OT in LTCFs, it is important 
to understand where and how OT may fit into the interdisciplinary, palliative model of 
care. 
Project Overview: To accomplish this goal, a needs assessment was completed to 
identify barriers to OT integration into Comfort Matters® as well as potential areas of 
involvement. The needs assessment included: (1) observations of daily palliative care 
practices and rehabilitation practices at a Comfort Matters® accredited site; (2) 
interviews with department heads and other professionals involved in the Comfort 
Matters® training and education; (3) focus groups with staff to identify perceptions of 




Comfort Matters® for further observation and training; and (5) a record review of OT 
treatment programs for residents with dementia. The information collected during the 
needs assessment was then combined with relevant policies and literature to create a plan 
for how to facilitate OT involvement into the current palliative care team at the primary 
LTCF. 
Project Outcomes: The outcome of the project included the identification of barriers to 
OT participation in Comfort Matters®, the potential role of OT in a palliative care team, 
suggested administrative actions that could facilitate OT involvement in Comfort 
Matters®, and a recommended implementation and evaluation timeline. Barriers to OT 
involvement included the perception of OT at the facility, the rehabilitation standards and 
culture, and therapist scheduling and organization. Areas for OT involvement in Comfort 
Matters® included using basic guidelines for comfort-focused practice, supporting 
activity engagement across the spectrum of dementia, rehabilitation for physical injuries 
that prevented engagement in meaningful activities, facilitating healthy sleep routines, 
pain management, and caregiver consultation. Finally, actions that the facility could take 
to encourage OT participation in Comfort Matters® were to use consistent assignment on 
the unit, provide palliative care and dementia education, use an observation-based pain 
scale, and include OT in palliative care team meetings. 
Recommendations: Based on the findings of this project, it would be important to 
evaluate the impact of integrating OT into the palliative care team by using assessments 
that measure factors at the resident, employee, and facility levels. Once the outcomes of 
having OT as a member of the palliative care team are known, it could influence other 
facilities to take the same actions or encourage an adaptation of actions to promote better 
outcomes. While this project was able to identify steps towards involving OT in an 
already established team, in the future, it will be important to consider how to include 
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